University of Wollongong

Research Online
University of Wollongong Thesis Collection

University of Wollongong Thesis Collections

2012

Factors associated with the use and non-use of
respite services by caregivers of people with
dementia
Lyn Janelle Phillipson
University of Wollongong, lphillip@uow.edu.au

Recommended Citation
Phillipson, Lyn Janelle, Factors associated with the use and non-use of respite services by caregivers of people with dementia, Doctor
of Philosophy thesis, School of Nursing, Midwifery and Indigenous Health, University of Wollongong, 2012. http://ro.uow.edu.au/
theses/3653

Research Online is the open access institutional repository for the
University of Wollongong. For further information contact the UOW
Library: research-pubs@uow.edu.au

Faculty of Health and Behavioural Sciences

School of Nursing, Midwifery and Indigenous Health

University of Wollongong

„Factors associated with the use and non-use of respite services by caregivers of
people with dementia‟

This thesis is submitted in fulfilment of the requirements for the
Award of the degree of Doctor of Philosophy
from the University of Wollongong

October 8, 2012

Lyn Janelle Philllipson, BAppSc (Physio), MPH

CERTIFICATION

I, Lyn Phillipson, declare that this thesis, submitted in fulfilment of the requirements for
the award of Doctor of Philosophy, in the School of Nursing, Midwifery and Indigenous
Health, University of Wollongong, is wholly my own work unless otherwise referenced
or acknowledged. This document has not been submitted for qualifications at any other
academic institution.

Lyn Phillipson
October 8, 2012

ii

ACKNOWLEDGEMENTS

I would like to acknowledge the following people and organisations:

My supervisors, Professor Sandra Jones and Dr Christopher Magee, for their invaluable
advice in the design and writing up of the research studies, and for their support,
mentoring and encouragement;

The NSW/ACT Dementia Training and Study Centre for the bursary to pursue my
doctoral studies;
Alzheimer‟s NSW, Commonwealth Carelink and Carer Respite Service (Illawarra),
Wollongong City Council Dementia Support Services and the many other local care
providers in the Illawarra Region who provided me with support to recruit participants
for the research;

My fellow PhD students and the staff at the Centre for Health Initiatives, for their
support and encouragement;

My loving partner Justin, and friends, Danika, Anne-marie and Shooshi, who were all a
constant source of encouragement and support;

My wonderful parents, who I relied on for practical and emotional support throughout
the project, and my son Patrick for his patience and understanding;

And last but not least, to the caregivers who took part in the research. You are an
inspiration, and provided me with the encouragement and insight I needed to undertake
this project. I can only hope that through your efforts and mine, we can improve the
quality of care available to you and those to whom you provide care.

iii

PUBLICATIONS CONSTITUTING THIS THESIS

Published Articles
Phillipson, L. and S.C. Jones (2011). "„Between the devil and the deep blue sea‟: The
beliefs that caregivers of people with dementia have regarding the use of inhome respite services." Home HealthCare Services Quarterly 30: 43-62.

Phillipson, L. and S.C Jones (2011). "Residential respite care: The caregiver's last
resort." Journal of Gerontological Social Work 54(7): 691-711.
Phillipson, L. and Jones, S.C. (2012). Use of day centers for respite by help-seeking
caregivers of individuals with dementia. Journal of Gerontological Nursing. Apr;
38(4):24-34. doi: 10.3928/00989134-20120307-05. Epub 2012 Mar 14.

Articles Under Review
Phillipson, L. C. Magee and S.C Jones. “A review of the factors associated with the
non-use of respite services by caregiver sof people with dementia. Implications
for policy and practice”, Under second review, Health and Social Care in the
Community.

Phillipson, L., C. Magee, and S.C. Jones. "Caregivers with negative service beliefs are
less likely to utilise respite services." Health and Social Care in the Community.

Phillipson, L., S.C. Jones and C. Magee."Taking a consumer driven approach to support
residential respite service use by caregivers of people with dementia." Journal of
Applied Gerontology.

iv

STATEMENT OF VERIFICATION

This statement verifies that the greater part of the work in the above-named manuscripts
is attributed to the candidate. Lyn Phillipson, under the guidance and supervision of her
supervisors, took primary responsibility for the study design, all data collection and
analysis and prepared the first draft of each manuscript. She then responded to editorial
suggestions of co-authors, and prepared the articles for submission to the relevant
journals. Details on the contributions of co-authors can be found in Chapter 1, Section
1.3.2 (Structure and approach).

Lyn J. Phillipson (PhD Candidate)

Professor Sandra C. Jones (Primary Supervisor)

Dr Christopher Magee (Co-Supervisor)

October 8, 2012

v

OTHER PUBLICATIONS AND CONTRIBUTIONS ARISING FROM THIS
THESIS

Phillipson, L. and S.C. Jones (2009). “Factors influencing the non-use of respite
services by caregivers of people with dementia differ according to respite product and
by caregiver and care recipient need”. 8th National Conference of Emerging
Researchers in Ageing. A New Era for Ageing Research: What's in Your Toolkit?
Monash University Melbourne, Australia. Emerging Researchers in Ageing (ERA).
Phillipson, L. and Jones, S.C. (2009). “Factors influencing the non-use of respite
services by caregivers of people living with dementia differ according to respite
product.” Alzheimer's and Dementia, 5: e15-e15.
Phillipson, L, Jones, S.C. and Magee, C. (2011). “Respite: Promoting positive outcomes
for carer and care recipient”. Alzheimer‟s Australia 14th National Conference (p. 35).
Brisbane, Australia: Brisbane Convention and Exhibition Centre.
Alzheimer‟s Australia (2011). Invited contribution - Response to the Productivity
Commission Draft Report: Caring for Older Australians, March 2011, Respite Care,
(p.18-20).

University of Wollongong (2010). Research into Practice Briefing Paper 5. Working
with and supporting informal carers, Benevolent Society, December, 2010. Available at
www.bensoc.org.au

vi

ABSTRACT

Background
Dementia is a progressive disabling neurological syndrome for which there are no
widely accepted cures or treatments. The main risk factor for dementia is increasing age
and, due to the demographic ageing of the population, the number of people living with
dementia is expected to increase substantially over the coming decades. While many
people with dementia require institutional care, having a co-resident caregiver improves
the likelihood that people will be able to remain living at home. There is a growing
consensus that the use of formal support services, such as respite care, may enable
caregivers to continue in their caring situation for longer. This outcome is consistent
with both community preference and increasing government emphasis on supporting
people to remain living in the community as they age.

The provision of respite (the temporary relief of the caregiver through the provision of
substitute care) is consistently identified by caregivers of people with dementia as one
of their critical unmet care needs. Despite this, the overall proportion of caregivers of
people with dementia who use available respite programs tends to be low. Whilst
previous research has explored factors associated with the use of services that can
provide respite, few have identified why some caregivers of people with dementia do
not use respite care. In a situation where a large range of publically funded services
already exist, it is more economical to improve existing services, than to develop new
alternatives. As such, it is of paramount importance to identify why services such as
respite may be underused so that the current low utilisation rates in this vulnerable
group can be addressed. The need for research which develops an understanding of the
experience of health and social care services by people with dementia and their
caregivers from a consumer (caregivers) perspective has also been highlighted as
particularly important.

This thesis had a number of aims, including to:
Generate new knowledge regarding the beliefs that may inform the use and nonuse of different types of respite services by caregivers of people with dementia;
vii

Develop a strong consumer perspective on the relative importance of these
factors;
Ascertain the relative contribution of consumer perspectives (beliefs) as opposed
to other predisposing, enabling and need factors which may influence service
use and non-use; and
Provide an illustrative framework for practitioners and policy makers to translate
the evidence generated from the studies into community care pathways.

Method
The thesis examined the factors associated with the use and non-use of respite services
by caregivers of people with dementia using a mixed methods approach. To develop a
comprehensive view of factors associated with the non-use of different types of respite
services, a systematic literature review mapped factors utilising a behavioural model of
service use. A qualitative approach was then taken, utilising interviews and focus
groups to explore the beliefs of caregivers in regards to the factors influencing their use
and non-use of different types of respite services. To assess the relative importance of
caregiver beliefs, compared to other factors (predisposing, enabling and need) within
the dominant behavioural model of service use, a quantitative survey of caregivers was
then undertaken. Finally, this thesis addresses the critical need to provide practitioners
with know-how to support the translation of evidence into practice. To achieve this,
results from the studies were mapped within a consumer-centred framework to assist
practitioners and policy makers to address caregiver needs.

Results and Discussion
The use of theory in qualitative research with caregivers of people with dementia
highlighted that the beliefs that caregivers hold about the utility of respite service differs
by service type and according to perceived need. Studies reinforced that the needs of
caregivers for different types of support change throughout the continuum of care.
Utility was perceived earlier in the trajectory for day care (to meet care recipient needs
for mental and social stimulation), but later in the trajectory for in-home care and to
meet different needs (to ensure care recipient safety in the face of care recipient
functional deficits). Finally, almost without exception, Residential Respite Care (RRC)
was positioned as having utility only at the end of the caregiving trajectory. Motivations
viii

for use also differed, with day care use motivated by the expectation of positive
outcomes for caregiver and care recipient, whilst in-home and RRC were more
motivated by a desire to avoid negative outcomes.

From the quantitative study, factors which distinguished non-users from users of day
care included caregivers not having someone who assisted them to find services to help
them in their caring role, and having less evaluated need (lower depression scores). For
RRC, non-users were distinguished by lower evaluated need (depression and burden),
and by their caring for someone who was reluctant or refused to use a residential
service. Caregivers who were non-users of RRC were also more likely to be caring for
someone with lower cognitive impairment and less need for assistance with their
activities of daily living. However, for both day care and RRC, the behavioural belief
that day centre or RRC use would result in either negative outcomes (functional or
affective deterioration) or no positive outcomes for the care recipient was the most
significant factor associated with service non-use.

Whilst negative caregiver service beliefs may be a deterrent to service use earlier in the
caring trajectory, as the needs of the caregiver increase, those beliefs may be pushed
aside as caregivers attempt to access support that will enable them to continue in the
caring role for longer.

Finally, the utilisation of a consumer centred framework to define strategies which may
support the use of RRC services highlighted the need to address functional, attitudinal,
resource and service barriers which exist to the use of those services.

Conclusion
This thesis demonstrated the utility of behavioural theory to generate new knowledge
regarding the beliefs that inform the use of different types of respite services by
caregivers of people with dementia. It highlighted that these beliefs varied according to
respite service type (i.e. day care vs. in-home vs. residential respite care); often
distinguished users from non-users of services; and varied throughout the continuum of
care. It then demonstrated the primary importance of consumer perspectives (service
beliefs), compared to other factors (predisposing, enabling and need) within the
ix

dominant behavioural model of service use in regards to service non-use. Finally,
addressing the critical need to support translation of evidence into practice within
dementia care, it also provided an illustrative framework for practitioners and policy
makers to translate the evidence generated from the studies into community care
pathways to support the use of respite services by caregivers of people with dementia.
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1 : INTRODUCTION TO THESIS
1.1

Introduction to Chapter

As populations have aged, health and social policy across the developed world has
shifted towards emphasising the provision of community based care to enable the state
to provide support in the most efficient and equitable way (DOHA 2006; McDonald
2006). Since the late 1980‟s, community care policies in the United Kingdom (UK) and
Australia have focused on an increased role for local authorities in leading the planning
and administration of community care, often involving various government agencies, as
well as the private and non-government sectors (McDonald 2006; Brennan 2010). In the
United States (US), whilst delivery and access to publically funded long term care in the
community has varied from state to state, there have been similar calls for reforms
emphasising long term care provision in the community to improve community
satisfaction with financing, access and quality of life for their ageing population (Feder,
Komisar et al. 2000).

Regardless of the strategies adopted, co-ordinating community care mechanisms at the
local level to encourage effective care provision for the elderly is becoming increasingly
important (RAND Europe and Ernst and Young 2010). In the recent Australian
Government Productivity Commission Report on caring for older Australians (2011),
recommendations emphasise the need for improved assessment, access and coordination of care in local regions. However, there has been minimal uptake of previous
reforms in Australian primary care (Harris and Zwar 2007), with a lack of incorporation
of consumers‟ views being one of the likely underlying factors (Yen, Gillespie et al.
2010).

In Australia, integration and co-ordination of care at the local level is a key requirement
of the current national health care reform agenda, with complex aged care (such as for
those living with dementia) in need of urgent improvement (National Health and
Hospitals Reform Commission 2009). In the case of dementia, the needs of people
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living with the syndrome and their caregivers make them particularly vulnerable
(Brodaty and Hadzi-Pavlovic 1990; Brodaty, Draper et al. 2003). To address their needs
for support and care, researchers have specifically identified the imperative to develop a
deeper understanding of how people with dementia and their caregivers experience care
in the community, their use of services, and the impact of the progression of the
condition over time on need and service use (Bridges-Webb 2002; Runge, Gilham et al.
2009). In addition, as in other areas of health and social care, there has been a call for
research which can provide guidance in regards to how to translate research evidence
into practice in the provision of care to people with dementia and their caregivers
(Doyle 2009; Draper, Vickland et al. 2009).

Although there are a variety of social and health services available, encouraging the use
of domiciliary, day and residential respite services has been seen as part of an integrated
strategy to enable people as they age, including those with dementia, to live in their own
homes for as long as possible (DOHA 2006; McDonald 2006; DOHA 2008: DOH
2009). However, despite some improvements in funding and availability of respite
services, (DOHA 2008; DOH 2009), service use amongst the elderly, and specifically
people living with dementia and their caregivers, has tended to be low (Brodaty,
Thomson et al. 2005).

To date, little evidence has existed to inform understandings as to why some caregivers
of people with dementia utilise services such as respite and others don‟t (Brodaty,
Thomson et al. 2005; Runge, Gilham et al. 2009). Although the factors influencing
service use are likely to be complex and interdependent (Andersen 1995), there has been
a particular call for research to understand consumer perspectives to address the under
utilisation of services such as respite (Kosloski and Montgomery 1993; MontoroRodriguez, Kosloski et al. 2003; Bruen and Howe 2009). Incorporating community
views and resources has also been highlighted as essential to the success of primary care
reform (Jordan, Briggs et al. 2008).
This thesis, „Factors associated with the use and non-use of respite service by caregivers
of people with dementia‟, takes a consumer driven approach to understanding respite
17

service utilisation by caregivers of people with dementia. The results presented in the
chapters of this thesis were generated from a series of qualitative and quantitative
studies undertaken by the candidate who adopted a pragmatic research paradigm,
oriented towards supporting real world practice (Creswell and Plano Clark 2006). The
thesis provides an evidence base; generating new insights into factors important to
caregivers and their use of respite services; quantifying the relative importance of
attitudinal factors in relation to other variables; and by providing a framework to
support practitioners in the translation of the insights generated to support service use in
this vulnerable population.

This introductory chapter (Chapter 1) provides a brief background to dementia,
caregiving and to the use of health and social services by people with dementia and their
caregivers in Australia. It also highlights that, despite relative low use of services,
caregivers consistently identify an unmet need for various support services, but
especially for respite (Eagar, Owen et al. 2007; Arksey, Jackson et al. 2005). A brief
introduction is also provided to the Andersen Behavioural Model of Service Use
(Andersen and Newman 1973; Andersen 1995), the health behaviour theories that are
utilised within the thesis (Ajzen and Fishbein 1973; Fishbein and Ajzen 1975; Ajzen
1991), and to the social marketing framework (Kotler and Lee 2008) utilised to assist
with the translation of evidence to address respite service underutilisation. This chapter
concludes by outlining the structure of the thesis, the aims and the approach taken in the
series of studies conducted by the candidate.

1.2

Background

Living with dementia
Dementia is a generic term for a group of neurodegenerative disorders characterised by
a continuing decline in mental abilities sufficient to interfere with physical, social and
intellectual functioning (Haan and Wallace 2004). Symptomatically, the declining brain
function associated with dementia manifests in impairments in short term memory,
abstract thinking, judgement, social or occupational impairment and personality changes
(American Psychiatric Association, 2007). In the early stages, difficulties may be
18

experienced with everyday tasks such as shopping, driving or handling money.
However, as the condition progresses, more of the activities of daily living become
affected - such as the ability to bathe, cook, or clean. In addition, psychological and
behavioural manifestations may include memory problems (especially short term
memory); problems with communication due to speech and language difficulties; and
personality and behavioural manifestations such as agitation, disinhibition, repetition,
depression, delusions, apathy, and withdrawal (Brodaty, Draper et al. 2003; Torpy,
Lynm et al. 2009).

The impact of dementia, however, is not restricted to these physical and psychological
symptoms. Dementia has also been described as a „loss of self… or a slow death‟
(Katsuno 2005 p.198). Katsuno also identifies the exceedingly negative public
perception of dementia as a catalyst to further this loss of self, and also to the increased
social isolation of dementia sufferers. There is evidence that the labelling of people with
dementia has led to a social construction of people with dementia which is particularly
dehumanising. Such labels have identified people with dementia as in a state „between
life and death‟, with references to „zombies‟ and „the living dead‟ being applied to those
with the condition (Aquilina and Hughes 2006; Behuniak 2011). Some have argued that
much of this labelling has arisen from the dominance of the biomedical model to
understand disease (Kitwood 1997). For example, a person with dementia is often
viewed as a „non-person whose brain has been destroyed by the disease and who
therefore no longer exists as a person, but only a body to be managed‟ (Behuniak 2011).
Perhaps as a result, some researchers believe that dementia may have replaced cancer as
the most feared of all the modern diseases (Bond and Corner 2001). Stigma in relation
to dementia has been shown to impact on timely diagnosis of dementia (VernooijDassen, Moniz-Cook et al. 2005), though its relationship with access to other services
such as respite is not clear.

Caregiving, dementia and respite
Dementia is a syndrome associated with the most severe levels of disability and there
are currently no widely accepted treatments or cures (Scarpini, Scheltens et al. 2003;
Lanctôt, Rajaram et al. 2009). The main risk factor for dementia is increasing age and,
19

due to the demographic ageing of the population, the number of people living with
dementia worldwide will double every 20 years to reach 81.1 million by 2040 (Ferri,
Prince et al. 2005). In Australia, it was estimated that in 2011, approximately 266, 574
people were living with dementia. However, due to the ageing of the population, this
number is expected to increase fourfold to 942, 624 by 2050 (Access Economics 2011).
As a result of the cost of the provision of health and human services (particularly those
associated with residential aged care) (Fine 2007), dementia is currently the second
largest cause of financial disease burden in Australia and will be the largest cause by
2016 (Access Economics 2009). Furthermore, there is evidence that the burden of
dementia in terms of Disability Adjusted Life Years (DALYs) is increasing in both men
and women, with some evidence that for women it may be the largest cause of DALYs
by 2016 (Mathers 2007).

In Australia, 98% of those with a diagnosed dementia experience a severe or profound
limitation on their ability to perform their core activities (e.g. self care, communication
and mobility) (AIHW 2006). As such, having a diagnosed dementia is strongly
associated with experiencing long term institutional care (Mittleman 2006). In
Australia, 74% of those with diagnosed dementia are living in care accommodation
(such as aged care facilities or hospitals). However, it is important to note that both
under diagnosis of mild to moderate dementia in the community (Haan and Wallace
2004; AIHW 2006) and delays in formal help-seeking, are both likely to lead to an
underestimation of those living in the community with dementia (Wakerbath and
Johnson 2002 ; Speechly, Bridges-Webb et al. 2008).

Whilst the majority of people living with diagnosed dementia in Australia live in
residential care, of those who do manage to live in private dwellings, 76 % live with
others, rather than living alone (ABS 2004). Despite some use of formal aged care
programs, the vast majority of care for those living with dementia in the community is
provided by family or friends (commonly referred to as „informal care‟) rather than by
an institution or agency (AIHW 2006). Family members and/or friends who provide
such care and assistance are frequently referred to as „carers‟, „informal carers‟ or
„caregivers‟[the term that will be utilised in this thesis]. Caregiving can be broadly
20

defined as „providing assistance and support in response to a need arising in the family
or the community‟ (AIHW 2006). In 2003, there were at least 25,000 people with
dementia living in households and receiving informal assistance from family members
of friends (ABS 2004). Furthermore, more than 23,000 caregivers provided assistance
to a co-resident person with dementia including help with everyday activities, cognitive
or emotional support, assistance with communication, access to health care, housework,
meal preparation, mobility, paperwork, property maintenance, self-care, or transport
(ABS 2004).

Caregiving for a family member with dementia can have positive aspects. These can
include a sense of accomplishment, closeness in the relationship with the care recipient
(Carbonneau, Carol et al. 2010) as well as an opportunity to give back and discover
personal strengths (Peacock, Forbes et al. 2010). However, being the primary caregiver
of someone with dementia has also been associated with considerable stress and burden
(Mohan, Trivedi et al. 2004; Tibaldi, Aimonino et al. 2004; Bruce, Paley et al. 2005;
Joling, van Hout et al. 2010) and can be more stressful than caregiving for an older
person without dementia, particularly if the caregiver feels trapped (Bertrand, Fredman
et al. 2006). As such, more emphasis is being placed on supporting caregivers of people
living with dementia in the community (Parker, Mills et al. 2008; DOH, 2009).

Formal services can assist caregivers to support people with dementia to live at home by
directly decreasing caregiver hours (Gaugler, Kane et al. 2005; Mavall and Thorslund
2007), or by giving them a break or „respite‟ (Collins, King et al. 1994). Respite is a
generic term for different types of interventions aimed at providing support and relief to
informal caregivers by (temporarily) reducing the burden of the caregiving task and
restoring or raising the caregiver‟s ability to cope (Exel, Graaf et al. 2007).
Conceptually the term „respite‟ means a pause, a temporary cessation, or an interval of
rest. Services are often defined as „respite‟ when they have the goal in mind of benefit
for the caregiver rather than the care receiver (Chappell, Reid et al. 2001).
Whilst there has been some contention regarding the benefits of „respite‟ for caregivers
in regards to alleviating burden (Lee and Cameron 2004; Arksey, Jackson et al. 2005),
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recent systematic reviews conclude that use of respite programs may support a caregiver
of someone with dementia to continue in their caregiving situation for longer (Eagar,
Owen et al. 2007; Parker, Mills et al. 2008). Delaying institutionalisation for some
people with dementia may avoid negative outcomes such as increased confusion and
mortality risk which have been associated with nursing home placement (Mittleman
2006). Other reports have also highlighted the interrelationship between respite access
and a caregivers‟ ability to access other clinically effective caregiver support
interventions (NICE 2006).

Encouraging the use of respite services has been seen as a priority as part of the strategy
to enable people as they age, to live in their own homes for as long as possible in both
the UK and Australia (McDonald 2006; Brennan 2010). However, despite some
increases in funding and availability of respite services, such as the National Respite for
Carers Program in Australia (DOHA 2008), service use amongst people living with
dementia and their caregivers has tended to be low and does not appear to match
caregiver needs (Clark, Bond et al. 1995; Philp, McKee et al. 1995; Brodaty, Thomson
et al. 2005; Raivio, Eloniemi-Sulkava et al. 2007; Runge, Gilham et al. 2009). For
example, the Australian National Survey of Disability, Ageing and Caring (ABS 2004)
highlighted that whilst 29% received both formal and informal services, 57% of the
household population with dementia received only informal assistance from relatives
and friends and 14% reported not receiving any assistance at all. Similarly, data from
109 caregivers of people with dementia in Victoria (Australia) indicated that one in
three caregivers did not receive any services; one in four used only one service and very
few used multiple services (Brodaty, Thomson et al. 2005).

Despite reportedly low use of support services, Australian caregivers of people with
dementia report a need for services they are not receiving. For example, in the same
survey undertaken by Brodaty and colleagues (2005), caregivers ranked respite as their
highest unmet need, with 34.8% of those who reported not using respite indicating a
need for the service. The priority of respite services for caregivers of people with
dementia has also been raised by the peak Alzheimer‟s advocacy group in Australia
who have highlighted the essential need of caregivers for flexible and personalised
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respite services (Bruen and Howe 2009). The Australian experience is also consistent
with the international literature which has documented the needs of caregivers of people
with dementia. One recent report identified ten systematic reviews covering a total of
249 studies highlighting that the main needs of dementia caregivers are for increased
day care, respite help with practical information and assistance with behaviour
management (Eagar, Owen et al. 2007).

Not only is the use of respite services by people with dementia and their caregivers
often lower than expected, it is also often delayed, leading some researchers to conclude
that when accessed it is „too little, too late‟ (Gaugler, Kane et al. 2005). This is
important as early use of community based services can delay institutionalisation of
care recipients with dementia (Gaugler, Kane et al. 2005). Other studies, however, have
found that people with dementia who utilise respite care are more likely to be
institutionalised, suggesting that some caregivers may utilise respite services to meet a
specific need late in the care continuum (i.e. as a stepping stone to permanent long term
care) (Runge, Gilham et al. 2009).

Understanding the factors that influence service use and non-use by caregivers of
people with dementia
Despite the apparent underutilisation and delays in the use of respite and other
community services, to date, there has only been a limited literature to inform
understandings as to why, regardless of perceived need, some caregivers of people with
dementia utilise services, whilst others do not (Brodaty, Thomson et al. 2005; Runge,
Gilham et al. 2009).

This thesis proposes that the development of a comprehensive understanding of the
factors involved in service use and non-use in this population may benefit from
concepts and models developed within theories of health behaviour. Although health
behaviours have been defined broadly as the personal attributes and personality
characteristics that relate to health maintenance, restoration, or improvement, they can
also be conceptualised as more overt behaviours such as the receiving of treatment from
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a medical provider (Janz, Champion et al. 2002) or, as in the case of this thesis,
receiving respite services from community providers.
One useful framework is the Andersen „Behavioral Model of Service Use‟ (Andersen
and Newman 1973; Andersen 1995), which is the most frequently used and applied for
the study of health and social service access (Goldsmith 2002). The Andersen Model
proposes that access is influenced by: demographic, social structure and health beliefs
(predisposing characteristics); community and personal resources, which include
socioeconomic factors (enabling or impeding factors); and evaluated and perceived
need factors (Andersen, 1995; Andersen and Newman, 1973). This conceptualisation
has been useful in understanding different types of service use behaviours previously in
dementia care (e.g. Toseland, McCallion et al. 2002) and has been utilised in this thesis
to provide insight into the specific factors influencing the use of different types of
respite services by people with dementia and their caregivers.

Developing an understanding of factors that influence the non-use of respite services is
of paramount importance if governments and service providers are to address the
current low respite utilisation rates and address the unmet need in this vulnerable group.
Previous research regarding people with dementia and their caregivers has identified
factors associated with the use of respite services e.g. (Cox 1997; Toseland, McCallion
et al. 2002). However, few studies have identified factors associated with non-use (Cox
1997; Brodaty, Thomson et al. 2005). This is particularly important in cases (such as
publically funded respite services) where a large range of services already exist, making
it more economical to improve existing services, rather than to develop new alternatives
(Angelou 2010).

The attitudes that caregivers hold may predispose them towards service use or non-use
(Kosloski and Montgomery 1993; Clark, Bond et al. 1995). In fact, studies which have
focused specifically on caregiver attitudes to respite have found these to be more
powerful in predicting respite service use than either caregiver or care recipient need
(Kosloski and Montgomery 1993). Perceived utility (Kosloski and Montgomery 1993;
Montoro-Rodriguez, Kosloski et al. 2003), quality (Kosloski and Montgomery 1993;
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Clark, Bond et al. 1995), trust in services and perceived convenience (Pedlar and Biegel
1999) and caregiver attitudes towards caregiving and family obligations (Kosloski,
Montgomery et al. 2001; Kosloski, Schaefer et al. 2002) can all influence caregivers‟
use of different types of respite services.

However, to design effective interventions which promote the use of different types of
respite services, behavioural theory and intervention models suggest that the targeting
of specific beliefs that contribute to overall service use attitudes may be a more effective
approach to promoting behaviour change (Fishbein and Ajzen 1975; Ajzen 1991;
Fishbein 2008). In this case, interventions designed to target the specific beliefs that
inform caregivers‟ perceptions of service utility, quality and convenience are likely to
be more effective than those that target attitudes to respite use in general.

Within applications of the Behavioural Model of Health Service Use (Andersen 1995)
there has been criticism that the conceptualisation and measurement of predisposing
beliefs have been inadequate, and as such the impact of beliefs on service utilisation
may have been underestimated. In the broader health behaviour literature, others have
also emphasised that only when we are specific in measuring beliefs about a particular
disease and the services received to deal with that specific disease will we better
understand the role that beliefs play in influencing service utilisation (Ajzen and
Fishbein 1973; Fishbein 2008).

To develop an understanding of the specific service beliefs that caregivers of people
with dementia hold about different types of respite services this thesis applied the
Theory of Reasoned Action (TRA) (Fishbein and Ajzen 1975) and the Theory of
Planned Behaviour (TPB) (Ajzen 1991). The TRA (Fishbein and Ajzen 1975) and the
TPB (Ajzen 1991) provide a model for the way beliefs influence people‟s attitudes to
engaging in behaviours, and how these attitudes influence their behavioural intentions,
and ultimately their behaviours. Applying the belief constructs (Fishbein and Ajzen
1975; Ajzen 1991; Montano and Kasprzyk 2002; Fishbein 2008) to the use of respite
services, behavioural beliefs (beliefs that caregivers may have about the outcomes
associated with service use) may inform caregivers‟ attitudes and intentions to use (or
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not use) the service. Likewise, normative beliefs (held by caregivers about the views of
others) and their approval or disapproval of a service use may also affect service use.
Similarly, control beliefs (factors that caregivers perceive make service use easy or
difficult) may influence caregiver self efficacy (Bandura 1977) and the conviction that
they can successfully use a particular type of service to provide them with respite.

Attitudes towards service use in general have also been explored (Collins, Stommel et
al. 1991) and the TPB (Ajzen 1991) was utilised by Collins et al. (1991) to underpin the
development of the Community Services Attitude Inventory. This thesis, however, is
the first to specifically apply the TRA (Fishbein and Ajzen 1975) and TPB (Ajzen
1991) in a series of studies to conceptualise and measure the association between beliefs
about the use of different types of respite services held by caregivers of people with
dementia and service use. This thesis demonstrates that such specificity is important as
the factors influencing the use of different types of services vary according to service
type. Belief statements developed utilising these concepts were also applied within a
subsequent study: a community survey of caregivers of people with dementia. This
allowed the association of different beliefs with the non-use of two out-of-home respite
services (day centres and residential respite care) to be quantified. Importantly, this
study also explored the power of these concepts within the dominant behavioural
service use model (Andersen 1995) as a means to identify the relative importance of
consumer service beliefs, compared to other factors known to influence service use
behaviours.

Having applied relevant theory within an explanatory behavioural model, the thesis then
synthesised the results from the literature review (Chapter 2) as well as the qualitative
(Chapters 3 to 5) and quantitative study (Chapter 6) in recognition of the complex issues
faced by practitioners and policy makers in translating research into practice (Draper,
Vickland et al. 2009). To achieve this, a social marketing framework (Andreason 1995;
Kotler, Roberto et al. 2002) was applied. Social marketing is designed to positively alter
behaviours and consists of a number of core, interconnected concepts including:
customer orientation, the use of market research, audience segmentation and the aim of
a mutually beneficial exchange (French and Blair-Stevens 2010). The overall benefit of
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using social marketing is its‟ customer focus, whereby it addresses a specific target
audience and their needs so as to make behaviour change (in this case the use of
different types of respite services) easier and more appealing. The fundamental „4Ps‟ of
the social marketing approach are inclusive of the actual service or „product‟,
highlighted as important by the application of the practice-oriented model (MontoroRodriguez, Kosloski et al. 2003). However, the framework also includes other important
aspects of the exchange from the consumers perspective (i.e. the other 3 Ps of: „price‟
(the costs involved in the exchange); „place‟ (where the desired behaviour of respite
service use occurs); and the „promotion‟ of services.

1.3

The Thesis – Objectives, Aims, Structure and Approach

Aims and objectives
The overall aim of this thesis is to generate new knowledge from a consumer
perspective in regards to why some caregivers of people with dementia use different
types of respite services and others do not.

Specifically, within the series of studies undertaken, the thesis has a number of
objectives including to:
Test the utility of the constructs within the Theory of Reasoned Action and the
Theory of Planned Behaviour (TPB) in understanding the beliefs of dementia
caregiver in regards to their use and non-use of different types of respite services
Explore whether the beliefs of caregivers:
o Vary according to respite service type (i.e. day care vs. in-home vs.
residential respite care)
o Distinguish users from non-users of different types of respite services.
Test the relative importance of service beliefs, compared to other factors within
the Andersen Behavioral Model of Service Use (predisposing, enabling and need
factors) in determining respite service use behaviours
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Provide a framework for translation of consumer evidence to address caregiver
needs to support more equitable respite service utilisation in this vulnerable
group.

Structure and approach
The thesis is submitted in fulfilment of the requirements of a Doctor of Philosophy
(Journal Article Style). According to the guidelines outlined for higher degree research
students of the University of Wollongong (UOW 2011), these articles may be
published, submitted for publication, prepared as a manuscript for submission, or any
combination thereof. In accordance with these guidelines, this thesis includes the
chapters outlined below.

Introductory chapter
Chapter 1 (this chapter) provides the Thesis Examiners with a coherent picture of the
context of the body of work and how it contributes to knowledge in the discipline area.
It also outlines the structure and approach of the thesis.

Chapters by Journal Article Style
According to the guidelines (UOW 2011), other chapters have been included in the
format of journal articles, which describe research conducted by the candidate during
the period of her candidature. Chapters 2 to 7 compromise six articles, three of which
have been published or are in-press, one which is under second review, and two of
which have been submitted for editorial and peer review. Please note, that while the
articles are formatted according to the guidelines for each journal, the referencing has
been changed to Author-date style for consistency within the preparation of the thesis
document. Please also note that spelling is consistent with an English (Australian)
dictionary, with the exceptions being journal article titles or titles of theories or models
referenced within the thesis.
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Chapter 2
Chapter 2 presents a journal article written by the candidate with co-authors Dr
Christopher Magee and Professor Sandra Jones and submitted for second revision on
March 16, 2012:
Phillipson, L. C. Magee and S.C Jones. “A review of the factors associated with the
non-use of respite services by caregivers of people with dementia. Implications
for policy and practice”, Under second review, Health and Social Care in the
Community.

This narrative synthesis of published academic literature over the last two decades
(1990 to 2011) applied the Andersen Behavioral Model of Service Use, and highlighted
that the factors influencing service use may vary by service type. The review revealed
many factors that require further research. However, the need to better understand
consumer perspectives was viewed as particularly significant, along with a need for
research which applied theory to conceptualise the beliefs important to the caregivers of
people with dementia regarding the use of different types of respite services.

A previous version of this paper had been presented as a refereed conference paper by
the candidate in 2009. The conclusions from this initial review set the course of the
qualitative exploration undertaken in Stage 2 (Chapters 3 to 5). The results from the
review also informed the selection of relevant factors, tools and instruments which were
utilised within the design of the caregiver respite survey to measure factors associated
with service non-use (Chapter 6).

Chapter 3
A qualitative approach was taken to the research outlined in Chapters 3 to 5. The
primary objective was to illuminate and understand service use from the caregivers‟
perspective. Investigations included the conduct of focus groups, individual face to face
interview and interviews dyads (two participants and an interviewer) (Morgan 1988;
Krueger and Casey 2000; Ritchie 2001) with a purposeful sample (Patton 2002) of 36
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help seeking caregivers of people with dementia. Chapter 3 presents a journal article
that was written by the candidate with co-author Professor Sandra Jones.

Phillipson, L. and Jones, S.C. (2012). Use of day centers for respite by help-seeking
caregivers of individuals with dementia. Journal of Gerontological Nursing. Apr;
38(4):24-34. doi: 10.3928/00989134-20120307-05. Epub 2012 Mar 14.

This paper conceptualises the beliefs that caregivers held about the use of day care
services for respite. Whilst service users held positive behavioural beliefs that day care
had utility for the care recipient in regards to mental and social stimulation, non-users
perceived negative outcomes for the care recipient with dementia, or faced barriers to
use associated with the behavioural or physical needs of the care recipient (control
beliefs). Caregivers who held these negative behavioural or control beliefs tended not to
utilise day care services for respite.

Chapter 4
This chapter presents a journal article that that was written by the candidate with coauthor Professor Sandra Jones and was published in 2011:
Phillipson, L. and S.C. Jones (2011). "„Between the devil and the deep blue sea‟: The
beliefs that caregivers of people with dementia have regarding the use of inhome respite services." Home HealthCare Services Quarterly 30: 43-62.

This paper conceptualises the beliefs that caregivers associated with the use of in-home
respite services. In contrast to their beliefs about day centres, the main outcome
(behavioural belief) associated with in-home service use was the maintenance of care
recipient personal safety. Utility for in-home services was perceived in relation to the
avoidance of the negative consequences that could arise from a lack of supervision
when the caregiver was absent from the home. Investigations revealed that the use of inhome services was particularly challenging to the normative beliefs of some caregivers,
particularly for spouses who felt it was their role to provide assistance in the home.
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Caregivers perceived that the use of in-home services was made difficult by the
unresponsive, inflexible and impersonal approaches of care providers (control beliefs).
However, as distinct from day care, caregivers may utilise in-home services, despite
negative beliefs, due to a felt imperative to maintain care recipient safety.

Chapter 5
This chapter presents a journal article that that was written by the candidate with coauthor Professor Sandra Jones and was published in 2011:

Phillipson, L. and S.C. Jones (2011). "Residential respite care: The caregiver's last
resort." Journal of Gerontological Social Work 54(7): 691-711.

This paper explores the beliefs that caregivers of people with dementia have in regard to
the use of residential respite care (RRC) services. In this paper, the application of theory
provides insight into why most delay RRC use, positioning its use as a last resort.
Whilst some hold behavioural beliefs that service use may increase caregiving
longevity, others position service use in conflict with normative values, and believe use
will result in the affective or physical deterioration of the care recipient. Others had
experienced that RRC was not easy to access, and held control beliefs that appropriate
care was not available due to service inflexibility or waiting times, or due to care
recipient factors, such as wandering or other difficult behaviours. Despite these negative
behavioural and control beliefs, some caregivers still utilised RRC as a means to
avoiding a more negative consequence (the permanent placement of their loved one in a
residential facility). RRC was also utilised as a strategy to facilitate a „better‟ placement
when it had been decided by the caregiver that permanent care would soon be required
by the care recipient.

Chapter 6
Having identified a range of beliefs held by caregivers in relation to their use of
different types respite services the next phase of the research was designed to quantify
the relative importance of different variables. This chapter presents a journal article that
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that was written by the candidate with co-authors Dr Christopher Magee and Professor
Sandra Jones and submitted to Health and Social Care in the Community in November,
2011:

Phillipson, L., C. Magee, et al. (under review). "Caregivers with negative service beliefs
are less likely to utilise respite services." Health and Social Care in the
Community.

This paper identifies the role of different factors associated with the non-use of two outof-home respite services (day centres and RRC). To achieve this, the candidate
identified validated tools and instruments which could be utilised to measure factors of
significance from the research literature (including Chapter 2). These, along with the
theory-driven concepts developed during Stage 2 (Chapters 3 to 5) were incorporated
into the design of a caregiver survey tool (Appendix E). This was undertaken with the
objective of identifying the factors most strongly associated with service non-use and,
as such, to assist in the prioritisation of strategies most likely to improve service
utilisation.

Utilising an expanded Andersen Behavioral Model, this paper presents results from a
community survey of 113 help-seeking caregivers that highlights significant
predisposing, enabling and need factors associated with the use and non-use of day care
and residential respite care services by caregivers of people with dementia residing in
NSW, Australia. This is the first study of its kind to be undertaken to explore the
differential association of factors with the use and non-use of two types of out-of-home
services that can provide respite to caregivers of people with dementia.

Chapter 7
In recognition of the challenges for practitioners in translating research into practice in
the care of people with dementia (Draper, Vickland et al. 2009), this chapter presents a
journal article that that was written by the candidate with co-author Professor Sandra
Jones and was submitted to the Journal of Applied Gerontology in February 2012:
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Phillipson, L. and S.C. Jones (under review) "Taking a consumer driven approach to
support residential respite service use by caregivers of people with dementia."
Journal of Applied Gerontology.

This paper highlights the potential utility of practitioners taking a social marketing
approach (Angelou 2010) to support respite service utilisation among caregivers of
people with dementia. The paper synthesises the results from the review of academic
and grey literature (including Chapter 2) and from the qualitative (Chapters 3 to 5) and
quantitative studies (Chapter 6) conducted by the candidate. The paper focuses on
applying the essential elements of a social marketing framework (Angelou 2010), to
provide insight into how evidence can be translated to address respite service underutilisation in this vulnerable group.

Chapter 8
According to the UOW guidelines (2011), a brief chapter summarising the conclusions
and identifying future directions for the research has also been provided. In Chapter 8,
results from the previous chapters are drawn together to highlight the implications of the
application of behavioural and consumer evidence in the design of community care
pathways for people with dementia and their caregivers specifically. The implications
for the benefits of the consideration of a broader range of evidence to guide the
development and implementation of care pathways and the community setting are also
discussed.

Overall, the concluding Chapter (8) highlights the contribution of the thesis to
knowledge by demonstrating the utility of the application of behavioural theory
(Fishbein and Ajzen 1975; Ajzen 1991) within the dominant behavioural service use
model (Andersen and Newman 1973; Andersen 1995). These applications helped to
develop new understanding of the different kinds of factors that may influence the
respite service use behaviours of caregivers of people with dementia. The thesis also
makes a contribution to theory by expanding the range of factors that should be
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considered as important to the social service use behaviours of caregivers (as part of the
dominant model) (Andersen 1995). Finally, the thesis then makes an original and
greatly needed contribution by providing a translational framework to assist
practitioners and policy makers in applying the evidence generated within the thesis to
improve respite service utilisation in this vulnerable group.

1.4
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2 : A REVIEW OF THE FACTORS ASSOCIATED WITH THE NON-USE OF
RESPITE SERVICES BY CAREGIVERS OF PEOPLE WITH DEMENTIA.
IMPLICATIONS FOR POLICY AND PRACTICE
2.1

Introduction to Chapter

Chapter 2 presents a journal article written by the candidate with co-authors Dr
Christopher Magee and Professor Sandra Jones and submitted for second revision on
March 16, 2012:
Phillipson, L. C.M. Magee and S.C Jones. “A review of the factors associated with the
non-use of respite services by caregivers of people with dementia. Implications for
policy and practice”, Under second review, Health and Social Care in the Community.

Developing an understanding of factors that influence the non-use of respite services is
of paramount importance if governments and service providers are to address the
current low respite utilisation rates in this vulnerable group. Whilst previous research
regarding people with dementia and their caregivers had identified factors associated
with the use of respite services, few have identified factors associated with non-use
(Brodaty, Thomson et al, 2005). This paper applied the „Andersen Behavioral Model of
Service Use‟ (Andersen, 1995; Andersen and Newman, 1973) to identify the
predisposing, impeding and need variables associated with the non-use of respite
services by caregivers of people with dementia.

The review revealed many factors as needing further research, and insights gained were
critical to guiding the subsequent investigations of the thesis. The need to better
understand consumer perspectives was viewed as particularly significant to the issue,
along with a need for research which applied theory to conceptualise the beliefs
important to the caregivers of people with dementia regarding the use of different types
of respite services. This conclusion set the course of the qualitative explorations
undertaken in Stage 2 of the thesis (Chapters 3 to 5). Papers identified within this
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review also informed the selection of relevant factors, tools and instruments which were
utilised within the design of a caregiver respite survey to measure factors associated
with service non-use (Chapter 6).

2.2

Abstract

A narrative synthesis of published academic literature over the last two decades (1990
to 2011) highlights the potential benefits of community care pathways for dementia
being more inclusive of factors that seek to support caregivers who are less predisposed
to utilise respite services. The review reinforces the importance of the assessment and
matching of services to the needs of individual caregivers and care recipients at the local
level. However, it also highlights the need to move beyond care pathways for
individuals. To support respite use there is a need for local action to be augmented at a
community or population level by strategies to address attitudinal and resource barriers
that influence sub-groups of the caregiver population who may be more vulnerable to
service non-use.

Keywords: dementia; caregivers; respite; service use; Andersen model

Key insights:
Use of respite and other support services can delay institutionalization of people
with dementia.
Caregivers of people with dementia are low users of respite services.
This review highlights that barriers to use of respite services are specific to
respite service type.
Specific sub-groups of the caregiver population may also be more prone than
others to not utilizing care.
Strategies to address service underutilization should address both attitudinal and
resources barriers to the use of specific services, rather than to „respite‟ in
general.
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2.3

Background

Formal services in the community can assist informal caregivers (e.g., family or friends)
to support people with dementia to live at home. This can be achieved through directly
decreasing caregiving hours (e.g. through the provision of home help or personal care
assistance for the person with dementia) (Gaugler, Kane et al. 2005; Mavall and
Thorslund 2007), or by giving caregivers a break or „respite‟ (Collins, King et al. 1994).
Whilst there has been some contention as to whether respite alleviates caregiver burden
(Lee and Cameron 2004), recent systematic reviews conclude that use of respite
programs may support caregivers of people with dementia to continue in their caring
situation for longer (Eagar, Owen et al. 2007; Parker, Mills et al. 2008). Delaying
institutionalisation for some people with dementia may avoid negative outcomes, such
as increased confusion and mortality risk, which have been associated with nursing
home placement (Mittleman 2006). Delaying institutionalisation also reflects both
community preference and increasing government emphasis on supporting people to
remain living in the community as they age (DOHA 2006; Runge, Gilham et al. 2009).
Currently, however, the use of respite services by informal caregivers of people with
dementia is often low, and does not appear to match caregiver need (Clark, Bond et al.
1995; Philp, McKee et al. 1995; Arksey, Jackson et al. 2005; Brodaty, Thomson et al.
2005; Eagar, Owen et al. 2007; Raivio, Eloniemi-Sulkava et al. 2007).

This paper proposes that factors that impede respite service use must be identified to
better understand how to address caregivers‟ unmet need for respite. Identification of
these factors may be useful at a local practice level, where important factors could be
incorporated and monitored as part of pathways designed to guide the community care
of people with dementia and their caregivers (e.g. NHS 2006; Carlson, Abbey et al.
2009).

Clinical Practice Guidelines (CPGs) have been critiqued for their almost exclusive focus
on clinical and economic evidence, particularly on evidence from randomised control
trials, which may not always be relevant to the needs of all groups in the population
(Aldrich, Kemp et al. 2003). Of particular note, Aldrich et al. (2003) highlight the
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failure of CPGs to be inclusive of socioeconomic evidence that acknowledges the
influence of disadvantage on access to health services and people‟s ability to act on
health advice. In addition, Aldrich et al. (2003) suggest that such a narrow focus on
evidence from randomised control trials is likely to ignore other aspects of health,
particularly in relation to factors that may influence the modification of psychosocial
conditions and health behaviours, including the use of health and social services. In
relation to the latter, a substantial body of evidence exists to indicate that other factors
also influence the health and social service use behaviours of members of the
community (e.g. Wolinsky and Johnson 1991; Albert, Becker et al. 1998; Walters, Iliffe
et al. 2001; Grilli, Ramsay et al. 2009).
The Andersen „Behavioral Model of Service Use‟ suggests that access to health and
social services is determined by: predisposing characteristics (e.g., demographic, social
structure and health beliefs); enabling or impeding factors (e.g., community and
personal resources, including socioeconomic factors); and evaluated and perceived need
factors (Andersen and Newman 1973; Andersen 1995). This model suggests that the
effectiveness of clinical practice guidelines for community based care may be enhanced
through the inclusion of „behavioural‟ evidence which recognises the characteristics of
the potential users of the path (predisposing factors), their interaction with the health
and social system (enabling or impeding factors),and their need for service (need
factors) as significant to the effectiveness of community care guidelines.

In order to identify such behavioural evidence, this paper aims to identify the factors
that have been shown to be associated with the non-use of different types of „respite‟
services by caregivers of people with dementia. Specifically, this paper utilises the
Andersen „Behavioral Model of Health Service Use‟ (Andersen and Newman 1973;
Andersen 1995) to highlight significant factors which influence respite service non-use.
The purpose of the review, therefore, is both to identify significant factors and to assess
the way a review of a broader literature may enhance the ability of existing community
care pathways to identify and support those caregivers who may be more vulnerable to
service non-use.
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2.4

Methodology

A narrative synthesis of peer reviewed literature was conducted to facilitate the mapping
of factors which influence the respite service use behaviours of caregivers. A systematic
search was conducted for all English language articles published from 1990 to August
2011 combining keywords dement* or Alzheimer* AND service* AND respite or day
care or „day-care‟ or in home or „in-home‟ or „attendant care‟ or sitter or „residential
care‟ or „aged care home‟ or „nursing home‟ or hostel or cottage. The following
electronic databases were searched: MEDLINE, CINAHL, ERIC, PROQUEST
5000/Central, Science Direct, PsycInfo, Meditext, and Web of Science.

Relevant articles were reviewed against predetermined inclusion and exclusion criteria.
Inclusion criteria were: target audience were primary caregivers of people with
dementia; an objective quantitative measure of respite service use; a measure of one or
more independent variables that may influence respite service use behaviour; and
relevant statistical analysis were performed to test for associations between service use
behaviour and relevant independent variables. Respite was defined as the provision of
temporary relief of care giving responsibilities to the primary caregiver, usually via the
provision of supervision to the care recipient in the absence of the caregiver (OTA
1987). In this study, respite programs included day centre programs, in-home respite
(day or night time) and residential respite care (temporary placement in aged care
facility or respite cottage) (Montgomery and Rowe 2007). Such programs are likely to
have benefit and utility beyond the provision of respite to caregivers. However, these
studies were included unless it was specifically stated that the aims of the program
exclusively related to care recipient outcomes and not to relieving the caregiver. Studies
were excluded if the dependent variable combined the use of respite services with other
services (such as health services) as the factors influencing such behaviours are likely to
differ.

For studies that reported both univariate and multivariate statistical analysis, only the
significant results from multivariate analyses are discussed in this paper. Factors
associated with use of relevant services (along with non-significant findings) are only
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discussed when they corresponded with factors significant to non-use behaviours in
other included. Included studies could obtain caregiver data via caregiver self report
(interview or survey) or from service record review. Specific exclusion criteria were
people resident in aged or institutional care settings and culturally distinct settings (e.g.,
specific ethnic groups in their home countries), although culturally and linguistically
diverse (CALD) groups in western countries were included.

Included articles were independently coded by two researchers for the dependent
variable of interest (i.e., non-use of respite [generic or composite variable]; non-use of
day centres; non-use of in-home services; and non-use of residential respite services).
Caregiver and care recipient factors reported as having a statistically significant
association (p<0.05) with the non-use of the different types of respite services were then
categorized according to Andersen‟s „Behavioral Model of Health Service Use‟
(Andersen and Newman 1973; Andersen 1995).

Study results were interpreted in the context of research quality including consideration
of bias, appropriateness of statistical analysis and appraisal of the use of valid and
reliable variables (CASP 2004; Aday and Cornelius 2006) and where appropriate to
study design, inclusion and similarity of comparison groups and length of follow-up
(Levine, Walter et al. 1994; Cole and Dendukuri 2003), completion of data at follow up
(80% subjects), and an assessment of the randomisation process. In addition, as the
authors were unable to identify an appropriate single quality scoring system for this type
of mixed literature, studies were scored according to the specific criteria outlined in the
references above (Levine, Walter et al. 1994; Cole and Dendukuri 2003; CASP 2004;
Aday and Cornelius 2006;) with results presented in Table 2.1.

2.5

Results

The literature search identified 442 articles with 405 articles remaining after duplicates
were removed. The titles and abstracts were scanned and 351 articles were excluded as
not relevant. These articles did not study the target group of interest and/or did not
discuss factors influencing dementia caregivers‟ use of relevant services and/or
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combined use of respite services with other health and social service use behaviours. Of
the remaining 54 articles which were obtained, 40 articles were excluded from the
review: 19 did not meet the inclusion criteria for the dependent variable (quantitative
measure use of respite, day care, in-home or residential short stay service use); 11
provided a description of the factors influencing service use (qualitative or quantitative)
but no correlational analysis; and five focused on outcomes from respite use but not
factors influencing use. Two papers identified were only published abstracts with no full
text availability. In addition, one prospective cohort study which measured brief (suboptimal) use versus sustained use of adult day services and another measuring on-going
use of in-home respite were also excluded, as the authors considered that the factors
influencing on - going use of services may vary from those which initially prevent or
dissuade people from use. Finally, another article, whilst discussing „unmet need for
respite‟ did not take a quantitative measure of service use.

In total, 14 articles met all criteria for inclusion in the review (See Tables 2.2 and 2.3 for
details and ratings of quality). Six cross-sectional studies (Kosloski and Montgomery
1993; Cotrell and Engel 1998; Pedlar and Biegel 1999; Kosloski, Schaefer et al. 2002;
Brodaty, Thomson et al. 2005; Robinson, Buckwalter et al. 2005) and one longitudinal
study (Cox 1997) investigated the relationship between various independent variables
and the use of a generic or composite „respite‟ variable. One retrospective cohort study
(Douglass and Visconti 1998) and one quasi-experimental pre and post test intervention
study (Newcomer, Spitalny et al. 1999) measured factors associated with the use of
adult day centre programs.

Two cross-sectional studies using interviews and surveys measured both in-home and
day care as separate dependent variables (Levesque, Cossette et al. 2000; MontoroRodriguez, Kosloski et al. 2003). One cross-sectional caregiver survey reported factors
associated with respite use (as a generic category), as well as separately reporting
associations with use of day program and in-home services (Kosloski, Montgomery et
al. 2001). Douglas and Fox (1999) utilised a retrospective cohort design to examine the
variables influencing the use of 10 different services available to dementia caregivers.
Services coded for inclusion in this review were: senior citizen centres; adult day care;
49

short term use of residential care; and nursing home respite used in the last 12 months.
Donath, Winkler and Grassel (2009) also utilised a cross-sectional caregiver survey to
investigate factors associated with short term use of residential care.

Table 2.1: Criteria established for scoring quality of included articles
Criteria for cross-sectional survey studies

Scoring system

Sample recruitment

3= Random sample
2= Multicentre convenience sample
1= Single centre convenience sample

Use of valid and reliable variables

0 = no
1 = yes

Appropriateness of statistical analysis

1=Univariate
2=Multivariate

Additional criteria longitudinal and experimental studies
Comparison/Control group

0= none
1= yes, but comparison group has
significant differences
2= yes, comparable

12 month follow up (minimum)

0= no
1= yes

>80% complete data at follow up

0= no
1= yes

Use of the quality rating system highlights some limitations in the literature in regards
to the predominant use of convenience samples of participants (as opposed to a random
community sample) in all but one study (Brodaty, Thomson et al. 2005). However, most
recruited samples from multiple centres (rather than from a single service centres).
There was a reliance on cross-sectional survey designs, which can provide evidence of
association but not the direction of causation. Also, where longitudinal and
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experimental studies were identified they either lacked a comparison group, or
compared study group results to a less than equivalent group.

Predisposing factors associated with service non-use
According to the Andersen „Behavioral Model of Health Service Use‟ (Andersen and
Newman 1973; Andersen 1995), predisposing variables that may be associated with the
health and social service use behaviours of caregivers include: demographic variables,
factors representing social structure (such as ethnicity or education), and health beliefs
(in this case, beliefs about dementia).

Demographic and social structure variables associated with non-use
A summary of significant predisposing variables found to be associated with the nonuse of different types of respite services is provided in Table 2.4. In regards to
demographic characteristics, caregiver relationship may be one factor that differentiates
caregivers more prone to service non-use. Being a spousal caregiver was associated
with non-use of day centres (Levesque, Cossette et al. 2000) and non-use of respite or
other caregiver assistance (Robinson, Buckwalter et al. 2005). The corollary was also
true with non-spousal caregivers more predisposed than spousal caregivers to the use of
both dementia specific adult day centres and seniors day centres (Douglass and Fox
1999). However, several of the studies did not find that caregiver relationship had a
significant effect on day centre service use behaviour (Douglass and Visconti 1998;
Douglass and Fox 1999; Montoro-Rodriguez, Kosloski et al. 2003). As such, the factors
that may be associated with spousal resistance to their husband or wife being cared for
in a day care centre needs further clarification.

In regards to in-home respite services, caregiver gender and age were the variables
associated with service non-use. For specialist in-home services (Alzheimer‟s Disease
or ethno-targeted) being a female caregiver was associated with service non-use
(Montoro-Rodriguez, Kosloski et al. 2003). For non-specialist in-home services,
caregivers aged over 70 years were more prone to non-use (Levesque, Cossette et al.
2000).
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Table 2.2: Longitudinal and experimental studies included in the review
Author and

Type of Respite

Study Design

Analysis

Sample Characteristics

Recruitment

Quality Score (/10)

Country

Service Use

Cox, 1997

Specialist dementia

Prospective cohort

Multivariate

n=228 primary

Convenience sample

Recruitment : 2/3

(United

in-home care, short

study

Logistic

caregivers

All caregivers

Comparison/control group:

States)

stay nursing home

Caregiver Interview

Regression

Targeted low income

Multicentre

0/2

or day care

Service use (last 6

population

(Maryland‟s

Valid/reliable measures: 1/1

Alzheimer's

Analysis: 2/2

Demonstration Grant

Minimum 12 month follow

program)

up: 0/1

Quality Score: 2/3

>80% complete data: 1/1

months)

Total = 6/10
Douglass and

Senior citizens

Retrospective cohort

Univariate

n=737/994

Convenience sample

Recruitment : 1/3

Fox, 1999

centre or adult day

study

Chi Square

Clients with dementia

Client service records

Comparison/control group:

(United

health centre

Service record

Spousal caregivers

Single specialist AD

0/2

States)

Nursing home or

review (last 12

centre

Valid/reliable measures: 1/1

residential care

months)

Analysis: 1/2
Minimum 12 month follow
up: 1/1
>80% complete data: 1/1
Total = 5/10
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Author and

Type of Respite

Study Design

Analysis

Sample Characteristics

Recruitment

Quality Score (/10)

Country

Service Use

Douglass and

Any use of adult

Retrospective Cohort

Multivariate

n=773/994

Convenience sample.

Recruitment : 1/3

Visconti, 1998

health day care in

study

Logistic

Clients with dementia

Client service records;

Comparison/control group:

(United

the past 3 months

Review of service

Regression

single specialist AD

0/2

centre *

Valid/reliable measures: 1/1

States)

use in medical
records

Analysis:2 /2
Minimum 12 month follow
up: 1/1
>80% complete data:1 /1
Total = 6/10

Newcomer,

Any use of Day

Quasi-experimental,

Multivariate

Treatment n=2682

Convenience sample.

Recruitment : 2/3

Spitalny et al,

Care during initial 6

pre/post test; control

Logit Analysis

Control n=2527

Multiple specialised

Comparison/control group:

1999

months or during

and two intervention

Primary caregivers

AD programs

1/2

(United

the 12 month study

groups

Valid/reliable measures: 1/1

States)

period

Caregiver Interviews

Analysis: 2/2
Minimum 12 month follow
up: 1/1
>80% complete data:1 /1
Total = 8/10
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Table 2.3: Cross-sectional studies included in the review
Authors and Country

Measure and Type of

Study Design

Analysis

Sample Characteristics

Recruitment

Quality Score (/6) %

Cross-sectional

Univariate

n=109 (subsample of

Community-

Recruitment : 3/3

Caregiver Phone

Chi Square and t-tests

self identified

dwelling

Valid/reliable

caregivers)

Random sample

measures: 1/1

Respite Service Use
Brodaty, Thomson et

Any use of „respite‟

al 2005(Australia)

Interview

Response rate = 78%

Analysis: 1/2
Total = 5/6

Cottrell and Engel

Any contact with respite

Cross-sectional

Stepwise logistic

n=100/163

Multi-centre

Recruitment : 2/3

1998 (United States)

services: day care;

Caregiver

regression

Primary caregivers

convenience

Valid/reliable

'sitter' (in-home); and

Interview

(AD)

sample

measures: 1/1

overnight respite

Analysis: 2/2
Total = 5/6

Donath, Winkler and

Any use of short-term

Cross-sectional

Binary

n=404/2000

Multicentre

Recruitment : 2/3

Grassel, 2009

residential respite care

Caregiver Survey

logistic regression

Response rate = 20%

convenience

Valid/reliable

sample

measures: 1/1

(Germany)

Analysis: 2/2
Total = 5/6
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Authors and Country

Measure and Type of

Study Design

Analysis

Sample Characteristics

Recruitment

Quality Score (/6)

Respite Service Use
Kosloski and

Composite use index

Cross-sectional

Regression/Path

n=114/178

Multi-centre

Recruitment : 2/3

Montgomery, 1993

(Self report and service

Caregiver

analysis

Primary caregivers

convenience

Valid/reliable

(United States)

records) (0.80).

Interview

(AD)

sample

measures: 1/1

Specialist AD in-home

Respite users (n=87)

Analysis: 2/2

or day care services

and Respite non-users

Total = 5/6

used in last 6 months

(n=27)

Kosloski,

Any use of dementia

Cross-sectional

Logistic regression

n=458

Multi-centre

Recruitment : 2/3

Montgomery and

specific and/or respite

Caregiver

Primary caregivers

convenience

Valid/reliable

Youngbauer, 2001

services for older adults

Interview

(AD)

sample

measures: 1/1

(United States)

In-home or day care

Analysis: 2/2

facilities

Total = 5/6

Kosloski, Schaefer et

Total combined use

Cross-sectional

Multivariate

n=315

Multi-centres

Recruitment : 2/3

al, 2002 (United

(hours)/total months of

Caregiver Phone

Logistic regression

Primary caregivers

convenience

Valid/reliable

States)

use In-home and/or or

Interview

Users of specialist AD

sample

measures: 1/1

in-home or adult day

Ethno specific

Analysis: 2/2

centres

minority targeted

Total = 5/6

adult day care

programs
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Authors and Country

Measure and Type of

Study Design

Analysis

Sample Characteristics

Recruitment

Quality Score (/6)

Respite Service Use
Montoro-Rodriguez,

Day care and or in-

Cross-sectional

Multivariate

n=1158

Multi-centre

Recruitment : 2/3

Kosloski and

home services used in

Caregiver Phone

Logistic regression

Primary caregivers

convenience

Valid/reliable

Montgomery, 1993

past month

Interview

sample

measures: 1/1

Ethno specific

Analysis: 2/2

minority targeted

Total = 5/6

(United States)

programs
Pedlar and Biegel,

Any use of out-of-

Cross-sectional

Multivariate

n=82/95

Multi-centre

Recruitment : 2/3

1999(Canada)

home, in-home, CG

Interview

Logistic and linear

Primary caregivers

Convenience

Valid/reliable

support and education =

Face to face

regression

(Wives)

sample

measures: 1/1

Veteran Affairs,

Analysis: 2/2

Memory clinic

Total = 5/6

Caregiver services

and AD support
group
Robinson,

Use of 2 or more hours

Cross-sectional

Multiple logistic

n = 241

Multicentre

Recruitment : 2/3

Buckwalter and

of respite or other

Caregiver Survey

regression

Primary caregivers

convenience

Valid/reliable

Reed, 2005

caregiving assistance

sample

measures: 1/1

(United States)

per week

Analysis: 2/2
Total = 5/6
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Results regarding the influence of caregiver and care recipient ethnicity were mixed.
Whilst not associated with „non-use‟, the ethnicity of the care recipient with dementia
was associated with different kinds of service use behvaiours. Being a care recipient
who is part of a targeted ethnic minority group increased the likelihood of use of ethnotargeted dementia specific in-home or day centre respite (Kosloski, Schaefer et al.
2002), the use of targeted adult day centre services and the use of targeted in-home
services (Montoro-Rodriguez, Kosloski et al. 2003). However, being a white care
recipient (or part of the dominant ethnic group) was associated with use of nursing
home respite (Douglass and Fox 1999). However, being from a Non-English speaking
background was not significant to generic respite service use in Australian caregivers
(Brodaty, Thomson et al. 2005), neither was ethnicity (being white or black) significant
to respite use in a targeted low income population (Cox 1997) nor to day care use
(Douglass and Visconti 1998).

Health beliefs
The influence of health beliefs (about dementia) were only explored in two of the
included studies. Caregiver‟s „embarrassment to be in public with the care recipient
with dementia‟ and „concern regarding having guests in the home‟ were associated with
use of in-home services but not with day centre service use behaviours (MontoroRodriguez, Kosloski et al. 2003). This results may impact some impact of stigma on
service use. However, „concern for the opinion of others‟ was not significant to generic
respite service use behaviours (Pedlar and Biegel 1999) and neither of the two studies
investigating residential respite service behaviours examined the impact of dementia
beliefs (Douglass and Fox 1999; Donath, Winkler et al. 2009).

Other beliefs
Beyond health beliefs, there was also research indicating that caregivers held other
beliefs that influenced their service use behaviours. Firstly, the beliefs that caregivers
held about the services themselves were important. For example, those who perceived
respite services were of low utility (expressed as low convenience) were more likely to
be non-users of respite services (Pedlar and Biegel 1999). Caregiving beliefs such as

57

having a high perceived duty to care, were also associated with not using day respite
(Kosloski, Montgomery et al. 2001) but were not investigated in relation to in-home or
residential services. The corollary was also observed: caregiver beliefs that services
were of high utility (Kosloski and Montgomery 1993; Kosloski, Schaefer et al. 2002),
high quality (Kosloski and Montgomery 1993) or were trustworthy (Pedlar and Biegel
1999) were associated with respite use. Likewise caregivers who placed a high
importance on the reliability of schedules were more likely to utilise respite services, as
were those expressed a willingness to pay more for the services (Kosloski, Montgomery
et al. 2001).

Table 2.4: Significant factors predisposing respite service non-use
Service Type Caregiver Care

Caregiver Attitudes

Recipient
Respite

-

-

Services low utility (not convenient); Lacks
confidence in services to provide adequate
care (Quality)

Day care

Spousal

-

High perceived duty to care

In-home

Female

-

-

Ethnicity

-

> 70
years
Residential

-

(non-white)
-

Indicates no significant factors in this category

Community and personal level „impeding‟ factors associated with
service non-use
According to the Andersen model (Andersen and Newman 1973; Andersen 1995)
service utilisation is also influenced by enabling resources at both the personal and
community level. At the community level, staff and services must be present in
adequate numbers to provide the services where people live and work. They must also
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be organised in ways that facilitate access and use (addressing common barriers such as
transport or waiting times). At the personal level, people must have the knowledge or
the „know-how‟ as well as the resources (such as health insurance or adequate income)
to enable them to use services. A summary of impeding personal and community level
factors is provided in Table 2.5.There were no studies which identified any community
level or personal resources that impeded the use of respite when studied as a generic or
composite variable. However, having a low caregiver income or living in an area of low
population density (i.e. n<50,000) was associated specifically with the non-use of inhome services (Montoro-Rodriguez, Kosloski et al. 2003), but not with generic respite
service use (Cotrell and Engel 1998).

The only factor associated with non-use of day care was caregivers not knowing where
to find services (Montoro-Rodriguez, Kosloski et al. 2003). Likewise, Donath, Winkler
et al (2009) found a significant relationship between the caregiver not having a
knowledge of their nearest facility and not using residential respite care (compared to
believing the nearest facility was accessible to them). On the other side, possessing a
higher than average knowledge of the service system was also associated with generic
respite service use (Cotrell and Engel 1998).

Table 2.5: Significant impeding factors associated with respite non-use
Service type

Personal and community level impeding factors

Day care

Caregiver low service knowledge

In-home

Caregiver low income

Residential

Resident in area of low population density
Caregiver no knowledge of nearest facility
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Need factors associated with non-use
The Andersen model (Andersen and Newman 1973; Andersen 1995) considers both
„perceived need‟ (how people view their own need, health and symptoms) as well as
„evaluated need‟ (which is usually a professional judgement concerning a person‟s
health status or function). As such, perceived need is likely to be influenced by
predisposing factors such as health beliefs and social structure, and has been logically
linked to help-seeking behaviours and treatment adherence. Evaluated need, on the
other hand, may relate more to the kind and amount of treatment someone receives as a
result of the prescription of a health professional (Andersen and Newman 1973;
Andersen 1995).

In previous applications of the Andersen model, need factors have been evaluated as a
means of assessing policy effectiveness, identifying whether service access is equitable
(i.e., whether those with the highest need are accessing services) (Andersen, 1995).
However, in this review, many of the factors which were indicative of high need in
caregivers of people with dementia were actually associated with the non-use or brief
(rather than sustained) use of respite services. The caregiver and care recipient „need‟
factors identified in the review as associated with the non-use for different respite
services are provided in Table 2.6.

Caregivers from Australia who were non-users of respite (but perceived an unmet need
for the service) were more likely to report lower life satisfaction, higher overload, and
higher role resentment than non-users who perceived no need for respite (Brodaty,
Thomson et al. 2005). Whilst caregiver subjective burden did not always distinguish
users from non-users of respite services (Pedlar and Biegel 1999; Kosloski,
Montgomery et al. 2001), it did distinguish non-users who were seeking help from nonusers who weren‟t seeking help (Kosloski, Montgomery et al. 2001). Interestingly, Cox
(1997) also found that caregivers from low income populations in the US who stopped
using respite programs within six months were more anxious, more depressed and
experienced less gain from their caregiving role than those who were still using respite
after six months.
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Measures of care recipient function and their associations with service non-use are also
presented in Table 2.6. These have been included as a measure of evaluated need for
services. Results indicate that variables that reflect high care recipient functional needs
and therefore high caring demands for the caregiver have been associated with both the
use and the non-use of the different types of respite services.

In populations recruited through existing services high ADL impairment (Cotrell and
Engel 1998), or both high ADL impairment and high cognitive impairment in the care
recipient (Cotrell and Engel 1998; Pedlar and Biegel 1999; Kosloski, Montgomery et al.
2001; Robinson, Buckwalter et al. 2005), were associated with respite service use and
with respite use of at least six months duration (Cox 1997). Similarly, high care
recipient functional deficits have also been associated with the use of nursing home and
„other‟ residential respite, and the use of day care (Douglass and Fox 1999). However,
in a random community sample, whilst the presence of physical disability was
associated with respite use, ADL levels were not significant to service use behaviours
(Brodaty, Thomson et al. 2005).

In their study, Levesque, Cossette et al. (2000) reported that high caregiver disturbance
at care recipient ADL problems was associated with non-use of day care „with a
reported barrier‟ as opposed to non-use due to „no need‟ for the service. Similarly,
whilst the absolute level of functional impairment (ADL/IADL) was not significant to
in-home service use behaviour (Montoro-Rodriguez, Kosloski et al. 2003), high
caregiver disturbance at the care recipient‟s ADL problems was significant (Levesque,
Cossette et al. 2000).This shows the importance of not just the absolute evaluated
functional need, but also the response of the caregiver to the care recipient‟s functional
impairment as critical to service use behaviours.

Care recipient behavioural problems
Findings regarding the impact of care recipients‟ behavioural problems are also mixed
(See Table 2.5). Whilst a high frequency of care recipient behavioural problems has
been associated with both use (Robinson, Buckwalter et al. 2005) and non-use of respite
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services (Pedlar and Biegel 1999), it was not significant in determining service use
behaviours in all studies (Kosloski and Montgomery 1993; Cox 1997; Kosloski,
Montgomery et al. 2001). In regards to the use of in-home services, a high frequency of
dysfunctional behaviours in the care recipient was associated both with the use of
services, and with non-use with a reported „barrier‟ (Levesque, Cossette et al. 2000).
Again, results suggest that the impact of behavioural problems in service use may be
best explained by the caregiver‟s response to those behaviours, with high caregiver
disturbance at the problem behaviours also associated with non-use of in-home services
(Levesque, Cossette et al. 2000).
Care recipient behavioural problems may also represent more of a barrier to „respite‟
use for particular sub-groups of caregivers. Levesque et al. (2000) found that care
recipient behavioural problems were associated with the non-use of respite services by
primary caregivers who were the wives of the care recipient, but this was not identified
in other studies reviewed (Kosloski and Montgomery 1993; Cox 1997; Kosloski,
Montgomery et al. 2001). Behavioural problems in the care recipient may also influence
the „type‟ of residential respite service accessed. Whilst having a wandering problem
was associated with both nursing home and „other‟ residential respite use, the presence
of an agitation problem and/or personality problem in the care recipient was only
associated with use of „other‟ alternative types of residential respite services (Douglass
and Fox 1999).
2.6

Discussion

The purpose of this review was to identify predisposing, impeding and need variables
associated with the non-use of respite services by caregivers of people with dementia.
Unfortunately, the review identified that research in this area has not been extensive.
Firstly, the use of different factor measures across studies, and the study of different
respite service types makes the comparison of study results difficult. Use of the quality
rating system also highlighted that the strength of the current evidence base is limited
by a reliance on convenience samples and cross-sectional survey data. Also, where
longitudinal and experimental studies were identified they either lacked a control group,
or compared study group results to a less than equivalent group. Also, many of the
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studies were conducted more than 10 years ago, and therefore may not reflect the
contemporary social environment due to the significant demographic ageing of the
population which has occurred during the last decade. Despite these limitations, trends
identified within the literature are still useful to shed light on factors that may inform
the development of local community care networks to more effectively support respite
service utilisation by caregivers of people with dementia who may be more vulnerable
to non-use of different types of services.

Table 2.6: Significant need factors associated with service non-use
Service Type Caregiver

Care Recipient

Respite

Low life satisfaction; High caregiver overload;

High behavioural

high role resentment; high subjective burden

problems

Day care

CG disturbance at CR ADL needs

-

In-home

CG disturbance at CRbehaviours

-

Residential

-

-

Indicates no significant factors in this category. CG + Caregievr; CR = Care recipient

Predisposing factors
Demographic variables
The demographic profiles of caregivers more prone to not utilise respite services appear
to differ by service type. For example, for day care, non-users were more likely to be
spousal caregivers (Levesque, Cossette et al. 2000). This was different to in-home
services, where gender (being female) and age (being over the age of 70) were more
strongly associated with non-use, and to residential respite services where being of the
non-dominant ethnic group („not-white‟) may predispose non-use of residential
services.
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Interestingly, Douglass and Fox (1999) identified a positive relationship between use of
„other‟ residential respite services (but not nursing home services) and being a spousal
caregiver. This result was perhaps unexpected, given spousal caregiver were more
predisposed to non-use of day care (Zarit, Stephens et al. 1999; Levesque, Cossette et
al. 2000). However, rather than indicate a predisposition to utilise residential services,
this result could indicate a preference by spousal caregivers to utilise „non nursing home
type‟ residential respite options.

Given that factors predisposing caregivers to service non-use may differ by service type,
there appears to be a need to move beyond a simple profiling of caregivers as users or
non-users of „respite‟. Instead, developing a greater understanding of the heterogeneity
that may exist between the profiles of caregivers that do not use specific types of
services (i.e. day centres, in-home services or residential services) would be beneficial.
These findings prompt the need to re-conceptualise care pathways beyond trajectories
for „individuals‟, and to be more inclusive of strategies that may support service
utilisation at a community or population level. Further, the findings suggest the
potential benefit of developing sub programs at the community level that target
particular groups of caregivers (e.g. spousal caregivers, older women, and those who
care from someone from a minority ethnic group) who may be prone to the non-use of
specific types of respite services.
Caregiver health and other beliefs
Consistent with research regarding factors influencing the use of other community and
health services (not just respite services) (Stommel, Collins et al. 1999; Roelands, Van
Oost et al. 2008), caregivers‟ attitudes towards respite services themselves were
particularly important in predicting respite non-use (Pedlar and Biegel 1999). Stigma
may also influence a preference for in-home respite services by some caregivers
(Montoro-Rodriguez, Kosloski et al. 2003). However, the features or expected
outcomes that caregivers associate with the utility of different types of respite services
(e.g. benefit, usefulness, convenience) or the specific barriers to the use of in-home vs.
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day care centres for respite services is not known. Of particular note is the absence of
research investigating the beliefs of caregivers in relation to residential respite services.

Beliefs are the one predisposing characteristic considered to be mutable in the Andersen
model (Andersen 1995) and, as such, this represents an important area for future
research. If identified, beliefs could be targeted and leveraged by providers of
community care to better support respite service use in current service non-users.
Beliefs are also important, as they can be the mediators of other predisposing factors
such as ethnicity and caregiver relationship (Kosloski, Schaefer et al. 2002), and also
may have an inter-relationship with caregiver need (Bradley, McGraw et al. 2002 ).

According to Andersen (1995) and others who have applied his model, greater
specificity in the measurement of the beliefs of consumers around the use of specific
services is required to ascertain the importance of the relationship between beliefs and
health behaviours. Further to this, Andersen (1995) also recommended that future
research would benefit from the application of behavioural theory to improve the
conceptualisation of beliefs. From this review, this would also appear to be the case,
with little or no theory utilised to conceptualise the types of beliefs that may influence
service use of caregivers of people with dementia. In this specific case, the authors
believe that the Theory of Reasoned Action (TRA) and the Theory of Planned
Behaviour (TPB) may have utility due to the conceptualisation of beliefs identified in
this study as relevant to the study of caregivers of people with dementia. These include:
behavioural beliefs (beliefs about the outcomes associated with service use); normative
beliefs (about the views of others regarding service use behaviours), and control beliefs
(factors perceived as making service use easy or difficult) (Fishbein and Ajzen 1975;
Ajzen 1991). Application of the concepts within the TRA and TPB has also been shown
to be useful in the development of effective interventions to promote service utilisation
in other contexts (Montano and Kasprzyk 2002; Fishbein 2008).

Enabling variables
At the personal level, caregivers must have adequate knowledge of the service system or
else they will be less likely to use services. However, enabling factors identified in the
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relevant literature indicate that community care pathways should consider the needs of
caregivers for assistance to navigate and use the service system, not just to provide
information about available services (Cotrell and Engel 1998). This assistance could
take many forms including: caregiver training or support groups or interventions
combining case management with financial subsidy (Newcomer, Spitalny et al. 1999),
contact with a social worker (Brodaty, Thomson et al. 2005) or contact with „other
services‟ (Kosloski and Montgomery 1993) who may play a „linking‟ role for the
caregiver and facilitate access to other parts of the service system. However, in some
disadvantaged populations, recommendation and referral alone may not be sufficient to
facilitate use by some caregivers (Cox, 1997). Further research would aid the
differentiation of alternative support paths within a community care network that may
suit different sub-groups of caregivers with different needs.

Formal care networks that support caregivers in regional and/or rural areas of low
population density may also face unique barriers in supporting caregivers to access inhome respite services. This has also been highlighted in a limited number of qualitative
studies (e.g. Innes, Blackstock et al. 2005; McGrath, Patton et al. 2006). However, there
is a need for more research to understand the particular barriers to accessing different
types of services in areas where the population is small and geographically dispersed.
Such information would be useful in defining which problems can be addressed by local
community care pathways and which factors may require planning and action at other
levels to support utilisation by people living in rural or remote communities.

Caregivers with low incomes may be less likely to use in-home services (MontoroRodriguez, Kosloski et al. 2003) though are more likely to use nursing home respite
(Douglass and Fox 1999). The actual cost of different types services may also effect
service use, those this was not a variable that had been measured in any of the included
studies. To support service utilisation in disadvantaged groups, community care
pathways can define responsibilities to ensure caregivers are aware of available
financial assistance schemes (NHS 2006; Carlson, Abbey et al. 2009) or target
disadvantaged groups with interventions that include financial subsidy to support
service utilisation (Newcomer, Spitalny et al. 1999). They cannot, however, set the price
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for services or the level of financial subsidy caregivers may receive (e.g. caregivers‟
benefits or aged pensions) and, as such, there is also a need for local care paths to be
supported by co-ordinated national policy and action which address financial hardship.

Need factors
The use of respite services is not always appropriate to caregiver need, with many of the
indicators of high caregiver need associated with the non-use of the respite services. The
physical and psychological burden of caring for someone with dementia is often related
to having to manage the significant behavioural problems associated with the condition
(Brodaty and Hadzi-Pavlovic 1990; Brodaty 1997; Brodaty, Draper et al. 2003). As
such, the revelation that caregivers who are distressed at the behavioural problems of
the care recipient may be less likely to utilise respite services is a significant indicator
that services are not being utilised by those most in need. Again, it also highlights the
central need to understand the beliefs and perspectives of caregivers to address barriers
to service use.

Overcoming these barriers is likely to require a multi-pronged approach such as the
training and education of informal caregivers and the facilitation of timely access to
specialist services where required (e.g. Brodaty, Draper et al. 2003; DOHA 2009).
However, in relation to problem behaviours it is also likely to require the creation of
more supportive environments for people with dementia. This is likely to involve
improving the capacity of the health and aged care workforce to manage difficult
behaviours, as well as improving the physical environment of services to cater for
people with behavioural disturbance (Fleming and Purandare 2010). Likewise, public
education to reduce the stigma and counter negative attitudes towards those with
dementia may also be necessary to decrease caregiver distress and embarrassment.

The need for access to psychological intervention for caregivers is also apparent due to
the association between high levels of caregiver depression and role captivity and
„respite‟ non-use. Local pathways could assist in facilitating access by mapping clear
pathways to local mental health services. This could include highlighting national
initiatives aimed at improving access to mental health services such as the „Better
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Access to Mental Health‟ scheme (DOHA 2008; DOHA 2009). However, the
effectiveness of care pathways to improve coordination of care in the management of
mental health conditions in the community environment remains uncertain (Rees, Huby
et al. 2004).

Clearly addressing the issues of need identified in this review will have positive health,
psychological and social ramifications for people with dementia and their caregivers
(beyond the facilitation of the use of respite services). As such, significant priority
should be given to addressing these issues throughout the community care pathway.

2.7

Conclusion

This narrative synthesis of published academic literature highlights the potential
benefits of community care pathways for dementia being more inclusive of factors that
seek to support caregivers who may be more prone to not utilising respite services. The
review reinforces the importance of the assessment and matching of services to the
needs of individual caregivers and care recipients. However, it also illuminates the need
for community level strategies which can address significant attitudinal barriers that
may predispose caregivers to service non-use and to overcome barriers that are specific
to the use of different types of respite services. Similarly, there is a need to develop
programs that target and support particular caregiver sub-groups for whom the use of
specific types of respite services is more difficult, particularly those who care for people
with dementia who demonstrate behavioural problems and caregivers who are
experiencing high psychological burden associated with their caregiving role.

2.8
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3 : USE OF DAY CENTRES FOR RESPITE BY HELP-SEEKING
CAREGIVERS OF INDIVIDUALS WITH DEMENTIA
3.1

Introduction to Qualitative Studies

The review undertaken in Chapter 2 highlighted the need to better understand consumer
perspectives. It also identified the need for research which applied theory to
conceptualise the beliefs important to the caregivers of people with dementia regarding
the use of different types of respite services. This conclusion set the course of the
qualitative explorations undertaken in the research, and presented in the following
chapters (3 to 5).

A systematic and transparent approach was taken to the qualitative research outlined in
Chapters 3 to 5, following the principles of Meyrick (2006). The primary objective was
to illuminate and understand service use from the caregivers‟ perspective. Investigations
included the conduct of focus groups, individual face to face interviews and interviews
dyads (two participants and an interviewer)(Morgan 1988; Krueger and Casey 2000;
Ritchie 2001) with a purposeful sample (Patton 2002) of 36 help seeking caregivers of
people with dementia during 2009.

Approved research materials associated with the conduct of the caregiver interviews and
focus groups can be found in Appendix A (Participant Information Sheet); Appendix B
(Participant Consent Form). A semi-structured discussion guide (Appendix C) was used
to elicit views from caregivers about the factors that influenced their use of three
different types of respite services utilising the TRA (Fishbein and Ajzen 1975) and the
TPB (Ajzen 1991) to explore caregiver service beliefs. These questions were pilottested with a small group of caregivers and modified according to feedback.
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3.2

Introduction to Chapter

This chapter presents a journal article that that was written by the candidate with coauthor Professor Sandra Jones:

Phillipson, L. and Jones, S.C. (2012). Use of day centers for respite by help-seeking
caregivers of individuals with dementia. Journal of Gerontological Nursing. Apr;
38(4):24-34. doi: 10.3928/00989134-20120307-05. Epub 2012 Mar 14.

This paper utilises theory to conceptualise the specific beliefs that caregivers hold about
the use of day care centres for respite. The article was written specifically for the
journal‟s target audience (nurses working in geriatric or aged care). As part of the
submission process, the authors were asked to set objectives for the article for inclusion
in the journal‟s Continuing Nursing Education (CNE) program. The educational
objectives set for this article included nurses who studied the article being able to:
Recognize caregivers of people with dementia as suboptimal users of day
centres for respite.
Identify a range of factors associated with day centre use by caregivers of people
with dementia.
Identify a range of factors that may be associated with caregivers not utilizing
day centres for respite.
Identify a number of strategies that may improve the uptake of the use of day
centres by people living with dementia.

3.3

Abstract

Addressing the use of respite services by caregivers of individuals with dementia is
important to improving social support among this vulnerable group. This article uses
theory to conceptualize the behavioural, normative, and control beliefs that caregivers
of individuals with dementia associate with the use of out-of-home day centres for
respite. Interviews and focus groups with 36 caregivers were conducted to explore the
beliefs of both users and non-users of these services. While service users held positive
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beliefs, non-users perceived negative outcomes for the care recipient with dementia or
faced barriers associated with the care recipient‟s behavioural or physical needs. To
address negative perceptions, nurses may need to promote the benefits of day centres for
both caregivers and care recipients. However, improvements in program activities and
environments, staff development, and caregiver support are also required to address
negative beliefs and meet the needs of those currently not accessing care.

Keywords: Dementia, community care, respite, day centres, beliefs

Key points
Family caregivers of people with dementia are low users of day centres for
respite.
Barriers to day centre use include holding beliefs people with dementia will be
unsettled by being in different social environments.
Family caregivers may also believe day centres cannot meet the behavioural or
physical needs of people with dementia.
Improvements in day centre program activities, environments and promotion are
required to meet the needs of those currently not accessing care.

3.4

Background

Since the late 1980s, domiciliary, day, and respite services have been at the forefront of
government community care strategies to support older adults to remain living in their
own homes for as long as possible (McDonald 2006). One group with particularly
significant care needs is those with dementia and their caregivers. Having dementia is
associated with increasing age, and those with dementia face profound cognitive and
functional disability (Ferri et al. 2005). As such, the majority of those with dementia
who continue to live in the community do so only with the support of an informal
caregiver, usually a family member such as a spouse or adult child (Alzheimer‟s Society
2007; Australian Institute of Health and Welfare [AIHW] 2007).

77

Formal services can support family caregivers in the challenging role of caring for
someone with dementia. Respite, the temporary relief of the caregiver through the
provision of substitute care (Petty 1990), is one support strategy that is both highly
desired by caregivers (Australian Bureau of Statistics 2004) and associated with
increased caring longevity (Eagar, Owens et al. 2007; Parker Mills et al. 2008). As both
community and government preferences support the non - institutional care of the aging
population (Department of Health and Ageing, 2006; Runge, Gilham et al. 2009), this
makes the effective provision of respite services to this vulnerable group of critical
importance. As such, nurses play a vital role in facilitating assessment, referral, and
respite service provision to caregivers of individuals with dementia. This may include a
role in direct client care and, for service managers, a responsibility for the promotion
and development of services.

Literature Review
Respite services can be delivered in the home, in an out-of-home day centre, or as shortterm care over days or weeks in a residential care facility (AIHW 2007; Gottlieb and
Johnson 2000; Montgomery and Rowe 2007). Although not extensive, the research
regarding respite service use behaviours in caregivers of individuals with dementia
spans 2 decades. Caregivers of individuals with dementia are more likely to use respite
care than caregivers of individuals with other disabilities (AIHW 2010; Schofield,
Murphy et al. 1998). However, the overall proportion who use available programs still
tends to be low (Cox, 1997; Lawton, Brody et al. 1989; Montgomery and Borgatta
1989). This includes relatively low use of day centre programs (Biegel, Bass et al. 1993;
Brody, Saperstein et al. 1989; Gaugler, Kane et al. 2003; Gaugler, Kane et al. 2005).
Caregivers of individuals with dementia who do access day centre programs tend to do
so late in the caring trajectory (Cox 1997; Kosloski and Montgomery 1993). As such,
they are usually already providing substantial direct care to their relative (Cox 1997;
Zarit, Stephens et al. 1999) and experiencing considerable stress (Kosloski and
Montgomery 1993; Zarit, Stephens et al. 1999). In addition, of those who do enrol in
day programs, they only use them sparingly (Lawton, Brody et al.). Attrition rates are
also high, with discontinuation of program use often occurring within months of
commencement (Cox 1997; Zarit et al. 1999).
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Evaluations assessing the effect of centre-based day respite programs reinforce that the
timing and use of these services by caregivers has been too little, too late (Gottlieb and
Johnson 2000). However, despite low use, many caregivers of individuals with
dementia report an increased need for respite in general (Armstrong 2000; Schofield,
Murphy et al. 1998), and specifically for day care (Armstrong 2000). To address this
need, nurses and other health professionals charged with the responsibility of
facilitating access to and delivering day care services would benefit from a more
comprehensive understanding of factors that make service use difficult or unattractive
for some caregivers.

Research is limited regarding factors associated with the non-use of day centres by
caregivers of individuals with dementia (Phillipson and Jones, 2009). Not knowing
where to find services can be a significant barrier (Montoro-Rodriguez, Kosloski et al.
2003). Likewise, the nature of the caregiver relationship appears significant, especially
to spousal caregivers, who are less likely to initiate (Lévesque, Cossette et al. 2000) and
sustain day centre use (Zarit, Stephens et al. 1999) than caregivers in non-spousal
relationships. Brief, rather than sustained, use of day centres has been associated with
caregivers with a low level of formal education, as well as with caring for a male care
recipient or for someone with high functional impairment (Zarit, Stephens et al. 1999).
Caregivers who report a high level of disturbance in relation to the functional deficits of
the care recipient are also less likely to use day centres (Lévesque, Cosette et al. 2000).

The beliefs and attitudes that caregivers hold about the use of different types of respite
services can also influence their service use behaviours. In fact, studies that have
focused specifically on consumer attitudes to respite have found these to be more
powerful in predicting respite service use than either caregiver or care recipient need
(Kosloski and Montgomery 1993). Attitudes that influence caregivers‟ use of different
types of respite services include perceived utility (Kosloski and Montgomery 1993;
Montoro-Rodriguez et al. 2003) and quality (Clark, Bond et al. 1995; Kosloski and
Montgomery 1993). Trust in services and perceived convenience are also important
(Pedlar and Biegel 1999). However, little is known about the attitudes and beliefs of
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caregivers of individuals with dementia regarding the use of day centres specifically,
rather than respite in general (Phillipson and Jones 2009).

Study Purpose
To design effective interventions that promote day centre use, behavioural theory and
intervention models suggest that targeting of specific beliefs that contribute to overall
service use attitudes may be an effective approach to promoting behaviour change
(Ajzen, 1991; Fishbein, 2008; Fishbein and Ajzen, 1975). In this case, interventions
designed to target the specific beliefs that inform caregivers‟ perceptions of day centre
use, quality, and convenience are likely to be more effective than those that target
attitudes to respite use in general. To inform nursing practice, this study applied the
theory of reasoned action (TRA, Fishbein and Ajzen, 1975) and the theory of planned
behaviour (TPB, Ajzen, 1991) to explore and describe the behavioural, normative, and
control beliefs of caregivers of individuals with dementia in relation to their use of outof-home day centres. This article specifically focuses on identifying beliefs informing
day centre use and whether these beliefs differ for service users and non-users.

3.5

Methods

Sample
A qualitative approach was taken in this research. The primary objective was to
highlight and understand day centre use from the perspective of help-seeking caregivers.
Recruitment was via letter through an agency coordinating the local branch of a national
respite telephone helpline. This helpline is promoted by the federal government in
Australia as the gateway to care and support services for caregivers. As such, the study
was focused on the perspectives of those caregivers who had actively inquired about
access to respite or other support services.

Data Collection
Caregivers were subsequently followed up by telephone. Data were collected through
focus groups, individual interviews, and interview dyads (two participants and an
interviewer) (Krueger and Casey, 2000; Morgan, 1988; Ritchie, 2001) with a purposeful
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sample (Patton, 2002) of help-seeking caregivers of individuals with dementia. To
improve the response rate by accommodating preferences, caregivers were provided
with choice and flexibility in regard to their participation in either an interview or a
group discussion (Daly, Kellehear, and Gliksman, 1997). Using different data collection
methods in combination also enabled the collection of rich data from multiple
perspectives (Krueger, 1994; Morgan, 1988; Ritchie, 2001).

Measures
A semi-structured discussion guide was used to elicit views from caregivers who were
asked to identify whether, how, and under what circumstances they currently used outof-home day centres to provide them with a break or respite. To explore behavioural
beliefs, caregivers were asked to describe any outcomes that had arisen as a result of
day centre use or, for non-users, outcomes that they anticipated could arise if they did
use services. To explore control beliefs, caregivers were asked what factors they
believed made day centre use easy or difficult. Normative beliefs for service use were
explored by asking caregivers to describe any individuals, groups, or organizations that
supported or discouraged their use of day centres. Questions were open ended, and
probes and follow-up questions encouraged caregivers to think about and discuss each
of the factors raised.

Data Analysis
All discussions were audio recorded and professionally transcribed. Consistent with
content analysis (Berg 1989), transcripts were initially categorized and coded to identify
behavioural and normative beliefs from the TRA (Fishbein and Ajzen 1975) and control
beliefs from the TPB (Ajzen 1991). Initial coding by the first author involved segments
of similarly coded text being grouped for rereading and analysis. Resultant themes were
then reviewed by the second author and refined until agreement was reached between
both coders (Crabtree and Miller 1992).To ensure face validity and credibility of the
thematic analysis, member checks (Lincoln and Guba 1985) were conducted via
presentation of the study results at community forums. Research participants and other
interested community members were invited to attend forums and provide feedback on
the analysis and study results. Participants who attended forums confirmed that results
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were consistent with their interviews and their experience. The study protocol and
materials were reviewed and approved by the University Human Research Ethics
Committee.

3.6

Results

Demographic Data
Five focus groups, two dyad interviews, and 10 individual interviews were held with a
total of 36 primary caregivers in a metropolitan centre approximately 1 hour south of
Sydney, Australia. The demographic characteristics of study participants and those for
whom they provided care are presented in Tables 1 and 2. The sample represented both
male and female caregivers and care recipients, as well as different types of caregiver
relationships (i.e., spousal and non-spousal caregivers). Three caregivers cared for
individuals with younger-onset dementia, and 3 caregivers were born in non-Englishspeaking countries. As a group, the majority of caregivers (n = 29) received support
from formal community services, and 21 indicated receiving support from their
informal network (i.e., family or friends).

Care recipients had been diagnosed with a variety of dementia types. Average time
since diagnosis was 5 years (range = 2 to 13 years). In regard to functional status, most
required a lot of assistance (n = 15) or at least a little assistance (n = 17) to perform
activities of daily living; 7 had a history of wandering, and 16 reportedly exhibited
behaviours such as yelling, swearing, or other signs of restlessness.

The beliefs of caregivers who use day care centres
A summary of the beliefs that service-using caregivers hold in relation to day centre use
is presented in Table 3. The behavioural beliefs that users associated with day centre
attendance were linked to positive outcomes for the person with dementia. Perceived
beneficial outcomes for the care recipient included gains from social interaction or
mental stimulation beyond the home. Some caregivers believed that day centres
provided something additional to what they themselves were able to offer. In addition,
for working caregivers, day centres provided longer periods of supervision than was
available in the home. Outcomes associated with day centre use by caregivers who
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accessed services were perceived as enhancing or improving the quality of life of the
person with dementia. As one caregiver noted during an interview:
„Getting out on the bus was great...and all the activities. It was something I
couldn‟t give him.... They cooked, had film nights...social nights, and I thought,
well, we don‟t do that at home.‟

In another interview, one caregiver said:
„With me working, I started to worry about mum at home all day, even with the
carers popping in. She needed something, some more stimulation...some kind of
group that she could tap into away from us.‟

Day centre use was also associated with beliefs about dementia. These included beliefs
that individuals with dementia benefited from being engaged in positive activities that
enhanced their personhood or sense of self. Caregivers perceived day centre
environments as beneficial when the person with dementia was recognized as having
skills, abilities, and a capacity to engage in purposeful activities. Some caregivers noted
that this experience of quality time for the person with dementia also had outcomes for
the behaviours of the person beyond the time frame of his or her physical attendance at
the centre, as noted in the following quotes:
„When he first came they asked him about his hobbies, and I said he plays the
piano, he learnt [sic] when he was young. And she said, “You can entertain
everyone,” and she put him at ease. At home he hardly ever touches it but he
comes home and says he played and they were all dancing. They make the
patient feel important and give them a positive role to play. He loved going
because it made him feel worthwhile.‟ (Focus group)
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Table 3.1: Demographic characteristics of caregiver participants
Total

Focus groups

Interviews

Dyads

Caregivers

n=36

n=22

n=10

n=4

Gender

Male (10) ; Female (26)

Male (6) ; Female (16)

Male (3) ; Female (7)

Male (1) ; Female (3)

Age

Average = 71 (SD, 15.8) years

Spousal (17); Non-spousal (5)

Spousal (6); Non-spousal (4)

Spousal (2); Non-spousal (2)

Range = 43 to 87 years
Relationship

Spousal (25); Non-spousal
(11)

Co-residency (Yes)

Yes = 27; No = 9

Yes= 16 ; No= 6

Yes = 9; No = 1

Yes = 2; No= 2

Country of origin (Non-

Yes = 3; No = 33

Malta (1)

Germany (1)

Finland (1)

Primary (5); Secondary (16);

Primary (4); Secondary (10);

Primary (1) ; Secondary (5);

Secondary (1); Technical (2);

Technical (5); University (8);

Technical (1); University (5);

Technical (2); University (2)

University (1)

Missing (2)

Missing (2)

Yes (21); No (15 )

Yes (13 ); No (9)

Yes (5); No ( 5)

Yes ( 3); No (1 )

Yes (29 ); No (7 )

Yes (16); No (6)

Yes (10); No (0)

Yes (3); No ( 1)

English Speaking)
Education

Informal support from
family/friends (yes)
Use of formal services for
support
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Table 3.2: Demographic characteristics of the people with dementia for whom the caregivers provided care
Total

Focus groups

Interviews

Dyads

Care recipients

n=36

n=22

n=10

n=4

Age

Average = 76 (SD, 8.3) years
Range 55 to 88 years

Gender

Male (23) Female (13)

Male (14) ; Female (8)

Male (7) ; Female (3)

Male (2) ; Female (2)

Country of origin

Yes = 3; No = 33

Malta (1)

Germany (1)

Finland (1)

Alzheimer‟s disease (15), vascular dementia

Alzheimer‟s disease (7), vascular dementia

Alzheimer‟s disease

Alzheimer‟s disease

(6),Lewy Body Disease (3), Fronto-Temporal

(4), Lewy Body Disease (3), Fronto-

(6), vascular dementia

(2), unknown (2)

Lobe dementia (2) and other (2); unknown

Temporal Lobe dementia (2) and other (2);

(2); unknown (2);

(6); no diagnosis (2)

unknown (2); no diagnosis (2)

(Non-English
Speaking)
Diagnosis

Time since

Average = 5 years (SD, 2.8)

diagnosis

Range = 2 to 13 years

Assist with ADLS

A lot of assistance (15), a little assistance

A lot of assistance (11), a little assistance (9),

A lot of assistance (4),

A lot of assistance (0),

(17), no assist (4 )

no assist (2 )

a little assistance (5),

a little assistance (3),

no assist (1)

no assist (1)

Wandering (2); other

Other (2)

Behaviours

Wandering (7)
Other behaviours (16) e.g. yelling, swearing
or other signs of restlessness; none (13)
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Wandering (5); other (10); none (7)

(4); None (4)

„When she got over the initial reluctance...she loved going, and even if she
didn‟t remember where she was going she‟d come home with this emotional
memory. She was more settled for the whole week when she was having outings
and day care.... So it did her good even if she couldn‟t remember where she‟d
been. A really positive experience.‟ (Focus group)

Behavioural beliefs associated with the use of day centres were also influenced by the
caregivers‟ perceived need for respite. The constancy of caregiving responsibilities was
highlighted by the appreciation of the time day centre use allowed them to engage freely
in everyday activities. Caregivers valued the time to attend to social and practical needs
and the opportunity to attend to the needs of other family members or friends, which
was sometimes difficult due to the constant demands of caring for their family member
with dementia. The following quotes highlight this finding:
„I feel it frees me up, even to talk on the phone or read, or do a crossword.
When he‟s there you can‟t do any of that. If I‟m on the phone more than 2 or 3
minutes he‟s agitated and thumping ‟round wanting my attention.‟
„Just having him out of the house so I‟m free to read, or go and get my hair cut,
that‟s a big thing‟. (Focus group)
And it‟s a good time to catch up with friends and relax and talk to someone else,
it makes such a difference them being in day care. (Focus group)
Day care helps you to do things, if you had to go to the doctor, or another
appointment, or just to have a day to yourself.‟ (Dyad interview)
„[Before she started attending day care]...I found I was giving so much time to
her I wasn‟t giving my other family members any time and I had no time for
myself.‟ (Focus group)

The use of day care for one caregiver had also been enhanced by the opportunity to
observe the way that formal paid care staff managed her husband‟s behaviours. This
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usually occurred during the short time that the paid caregiver entered the home
environment to assist her husband onto the bus. As she noted during an individual
interview:
„She [the paid caregiver] is just marvellous, you know. Her excellent manner,
skills, expertise, and I try and notice what they do with him, you know...I really
like their attitude and I find myself trying to copy them.... When I am having
problems...thinking, now, how would they approach this? Unfortunately, I am
not in a position to observe their behaviours at any length. There is no
opportunity for [family] carers to attend the centre...but I often think I would
like to.‟ Individual Interview

This did not appear to be an outcome the caregiver anticipated would arise from day
care use. As such, while it is unlikely to have contributed to decisions regarding initial
use, it may have been a beneficial outcome that helped sustain use. It is also evident
from her response that there is potential for this benefit to be further enhanced by being
able to visit the day centre her husband attended.

For some, the use of day centres had been associated with negative personal attributes
such as failing or not coping. As such, the ability to transition from non-use to service
use had required them to overcome these beliefs. This occurred as a result of a
realization that service use had become a necessity if they were going to continue in
their caregiving role. Acceptance of the need to use day care services had therefore
come as a means to extending caregiving longevity. For some caregivers, this process
had been facilitated by the support of nursing staff from the day centres, as noted in the
following quotes:
„I thought I‟d manage better than this, you know.... I guess you could use the
word failure if you wanted to...but I couldn‟t allow that thought to stay with me
because I knew I had to survive, I had to have help.‟ (Individual interview)
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„I initially found myself thinking, I‟m the only person…the only one who can‟t
do this, who can‟t get it right. But then, I began to realize that actually I was
normal.... They [the day centre staff] helped me realize that it was normal to
need a break...and after I accepted their offer...I could finally see that it works.‟
(Individual interview)

For others, reflecting on the outcomes associated with getting a break came after the
fact. Rather than anticipating them before using respite, it was an afterthought that
maybe if they had not accessed the service, sustaining their caregiving role may have
been more difficult:
„If I hadn‟t had [day care], I don‟t think I could have looked after him as long as
I did.‟ (Individual interview)

For service users, control factors that made the use of day centres easier included:
receiving assistance in finding a centre that met the needs of the care recipient, as well
as the provision of assistance with transportation:
„Having someone [a community worker] to help me sort through what was the
right and wrong place to send him, given his needs…that made a real
difference…as did the fact that they were able to provide transport to the centre
and home again…. Without that, it all would have been too hard.‟ (Focus group)

The beliefs of caregivers who do not use day care centres
Although many caregivers may perceive that the use of a day centre would provide
them with a break, they may not perceive benefit for the care recipient (Table 4). For
many caregivers who did not use day centres, potential day centre use was not
associated with improved quality of life of the person with dementia, and this was a
significant barrier to service use:
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„They just sit there and vegetate as the staff go about their business. And I said
there‟s no way I would have that. A person with dementia still has a mind. They
still need to do things, so I keep him as active as possible.‟ (Focus group)
„The importance of the experience of the care recipient was highlighted by many
caregivers who saw the needs of the person with dementia as paramount to their
own need for a break‟ (Focus Group)
„Sure, I need a break...but I would only want her to go if she was happy….She
would have to get something from it too.‟ (Focus group)

Control factors (or beliefs) also influence the non-use of day centres by some caregivers
who reported a perceived need for respite but had been unable to successfully negotiate
attendance with the care recipient. Although conflict was tolerated by some caregivers
who persisted with day centre use, for others an inability or unwillingness to overcome
care recipient reluctance resulted in not using available services. Some caregivers of
male care recipients believed that the day centre setting was not appropriate for older
men who were, in their minds, less predisposed to participation in group social settings
outside the home. This could be informed by normative beliefs or stereotypes
concerning “what older men do‟. This belief also appeared to be informed by the
previous behaviours and preferences of the older men concerned:
„He isn‟t a great one for socializing. He‟s never been one for small talk…no
interest in just chatter…so day centres wouldn‟t benefit him.‟ (Focus group)

The reasons caregivers of individuals with younger-onset dementia did not use day care
were reinforced by the views of staff that current services were not really appropriate
for the care recipient because of his or her age. This view may be informed by
normative beliefs that it is not appropriate to care for younger and older people in the
same social setting or environment:
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„He went along once to the dementia day care...but when I picked him up they
told me he shouldn‟t come back...that he didn‟t belong there. And they were
right...he was too young...he just didn‟t fit in.‟ (Focus group)
„Yes, they did mention a day care centre but because of his age we all agreed
that he‟s really too young to mix with these people. Most of them are older, you
know. They‟re retired, seventies, eighties, you know what I mean?‟ (Individual
interview)

The experience of some caregivers had also informed their beliefs that day centres were
unable to meet the specific needs of the person for whom they cared. Examples from the
discussions included physical problems, such as hearing or mobility deficits, as well as
behavioural problems:
„I don‟t know how to put this but the only attempt that was made to go…. After
only a short time they rang us. And my daughter-in-law had to go and pick her
up. She became a problem…. They couldn‟t manage her behaviour…. It
certainly didn‟t work.‟ (Focus group)
„Mum was not able to get up on to the bus.... They had to be able to take three
steps up...and I thought surely a place like this that is catering for older people
should have some kind of ramp or facility for the physically frail?‟ (Individual
interview)
„The group setting really didn‟t suit her…. She suffers from acute hearing
problems so she couldn‟t cope with the noise…can‟t keep up with the
conversation, and so I judged rightly or wrongly that she couldn‟t cope with that
type of respite…even though it could have been great for her to have some other
stimulation…and for me to get some relief. „(Individual interview)
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Table 3.3: Beliefs associated with the use of day care centres by caregivers of
people with dementia
Types of Beliefs

Caregiver Beliefs

Dementia Beliefs

People with dementia benefit from being in a different social
environment beyond the home
People with dementia benefit from social stimulation
People with dementia benefit from mental stimulation
Care for people with dementia should be based on a personal
knowledge of the person

Normative Beliefs and

Carers need time to attend to their own social needs e.g. friends,

Motivations

family, hobbies etc
Carers need time to attend to other practical needs e.g. shopping, bill
paying etc
Carers need a „break‟ from their caring responsibilities
Carers who send the person they care for to a day centre are „not
coping‟ with their responsibilities

Behavioural Beliefs and Outcome

Provides time for caregivers to attend to social and or practical needs

Evaluations

Provides positive social benefits for the care recipient with dementia
Provides positive emotional benefits for the care recipient with
dementia
Provides positive behavioural outcomes for the care recipient with
dementia
Provides extra activities for the person with dementia that the
primary caregiver can‟t provide
Increase‟s a carers ability to continue in their caring role for longer
Provides learning opportunities for informal carers to gain additional
skills and knowledge

Control Beliefs

Accessing day care is easier if someone helps you find the right
centre
The provision of transport makes the use of daycentres easier
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Table 3.4: Beliefs and other factors associated with the non-use of day care centres
by caregivers of people with dementia
Types of Beliefs

Caregiver Beliefs

Dementia Beliefs

People with dementia may be unsettled by being in a different physical or social
environment beyond the home

Normative Beliefs

Carers who send the person they care for to a day centre are „not coping‟ with their

and Motivations

responsibilities
Day centres are not appropriate social settings for older male care recipients
It is not appropriate to care for younger and older people with dementia in the same
social environment

Behavioural Beliefs

Day centre use provides no perceived benefits for the care recipient with dementia

and Outcome
Evaluations
Control Beliefs

The person I care for refuses to attend a day centre
Day centres cannot meet the functional needs of the person I care for
Day centres cannot meet the behavioural needs of the person I care for

3.7

Discussion and Implications

The use of behavioural theory in this study was useful to highlight the numerous factors
that nurses may need to address to target underuse of day centre respite services by
caregivers of individuals with dementia. Behavioural beliefs highlight that service users
perceive utility in day centres for both themselves and the person with dementia for
whom they provide care. While both users and non-users may perceive that day care can
provide them with a needed break, those who go onto use care also perceive positive
outcomes for the care recipient. These include opportunities for social participation and
mental stimulation. This is in contrast to non-users, who either do not perceive the same
benefits for the care recipient or who may anticipate negative outcomes such as conflict
in the caring relationship or deterioration in the care recipient‟s affective state.

These results have important implications for nurses involved in the promotion and
referral of caregivers and individuals with dementia to day centres. First, to encourage
service use, nurses may need to reposition the way centres are promoted, emphasizing
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potential benefits for both caregivers and care recipients. This would be in contrast to
the way that services are currently promoted in community care, where the primary
emphasis is on providing a break for the caregiver (e.g., Carlson, Abbey, Palk, and
Wise, 2009).

Describing the normative beliefs of caregivers is useful to highlight that caregivers who
use day care tend to have accepted their own need for a break as legitimate. This was
linked to outcome beliefs (e.g., that day care was useful to extend caring longevity) and
was also consistent with Cotrell‟s (1996) findings about attending to social and practical
needs. As such, service use for these caregivers was associated with positive caregiving
norms. Non-users, however, may position service use with failure or not coping. This is
particularly the case when the care recipient refuses or is reluctant to attend. This
suggests that nurses working with caregivers of individuals with dementia may also
need to promote use as normative to extended caregiver longevity, rather than being
associated with failure. This is an outcome desired by both caregivers and care
recipients.

The capacity for nurses to influence caregiver attitudes to service use should not be
underestimated, with evidence from this study that service providers can act as
important social referents, able to positively influence caregiver beliefs that day care use
is valid and acceptable. However, while it may be possible to address some negative
beliefs through positive promotional strategies, control beliefs highlight that negative
outcomes have been associated with programs being unable to meet the physical and/or
behavioural needs of some care recipients. Supporting those who care for people with
complex behavioural and physical needs may come via improvement in nursing
assessment and referral pathways. However, it is likely that improvements to care
environments and specialist staff training may also be required to deal with the complex
behavioural and psychological symptoms that can be associated with the experience of
dementia.
This study suggests that caregivers‟ perceptions of utility and quality are enhanced
when nurses in day care environments possess specialized dementia skills and the
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capacity to provide education and support for family caregivers. This extends the
conceptualization of service provision in the day care environment beyond the provision
of substitute care to being inclusive of broader caregiver needs.

Advocacy for lower nurse caseloads may be required to acknowledge the time taken to
comprehensively assess and facilitate the service use of individuals with particularly
complex needs, such as dementia. Nurses working in day respite centres and in the
community may also need informational support to enable them to refer to other local
services, as it is likely caregivers may require multiple supports (Brodaty, Thomson,
Thompson, and Fine, 2005). In the Australian context, aged care and dementia services
are offered by a complex array of government and nongovernment providers (Brennan,
2010) and can be very difficult to navigate for caregivers and health professionals alike.
Positive control factors raised by caregivers emphasize the importance of assistance to
navigate the system and the need to consider other practical supports that facilitate
service use, such as transportation.

Control and normative beliefs also highlight that the needs of specific target groups
(e.g., older men, individuals with younger-onset dementia, those with behavioural and
psychological symptoms) may not be well met by existing day centre programs. These
findings point to a need for the development of programs and referral pathways tailored
specifically to meet the needs of these particular subgroups. While some existing
pathways articulate the importance of tailoring services to meet caregiver and care
recipient needs (Carlson et al., 2009), they do not consistently acknowledge the resource
constraints that limit care practices in many local areas.

Arguably, care in the community has been constricted due to the limited guidance
provided to nurses and other health professionals on effective ways to coordinate and
manage the responsibilities for the promotion, assessment, referral, and delivery of
respite services. Partly addressing this gap, this article highlights the use of consumer
research, informed by behavioural theory, to assist in building an evidence base for
gerontological nurses to increase the use of day respite services. However, this study did
not include the perspectives of those caregivers who had not yet attempted to access
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respite services, who may hold additional beliefs to those highlighted in this study, and
should be investigated in future research.

It is also likely that the system itself may require additional funding and resources to
address the educational, case management, and support needs that caregivers have
raised. As such, nurses could consider ways to collect data at a local level to build the
evidence base required for broader advocacy strategies (e.g., lobbying) for additional
resources that may also be required from the government or private sector to better meet
caregiver and care recipient needs.

3.8

Conclusion

Addressing the use of respite services by caregivers of individuals with dementia is
important to improving social support among this vulnerable group. The use of theory
in this article identified both the attitudinal and practical barriers associated with the use
of day centres for respite by individuals with dementia and their caregivers. To address
under-utilisation, nurses should work to improve program activities and environments,
caregiver assessment and support, as well as promote staff training in dementia care. To
address negative caregiver perceptions, nurses will also need to promote the benefits of
day centres for both caregivers and care recipients.

3.9
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4 : “BETWEEN THE DEVIL AND THE DEEP BLUE SEA”: THE BELIEFS
THAT CAREGIVERS OF PEOPLE WITH DEMENTIA HAVE
REGARDING THE USE OF IN-HOME RESPITE SERVICES
4.1

Introduction to Chapter

This chapter presents a journal article that that was written by the candidate with coauthor Professor Sandra Jones and was published in 2011:
Phillipson, L. and S.C. Jones (2011). "„Between the devil and the deep blue sea‟: The
beliefs that caregivers of people with dementia have regarding the use of inhome respite services." Home HealthCare Services Quarterly 30: 43-62.

The paper presents the results of the analysis from the same series of qualitative studies
(outlined in Chapter 3), but explores the distinct set of behavioural, normative and
control beliefs that were held about in-home respite services. As part of the thesis, this
chapter appears subsequent to the day care paper (Chapter 3) to highlight that caregivers
are likely to perceive utility for in-home services later in the caring trajectory than they
might day care centres. This is due to the utility of in-home services being linked to the
need for supervision in the home to maintain care recipient safety (usually due to
physical frailty).

4.2

Abstract

This paper details results from qualitative research with caregivers in regards to the
beliefs they associate with the use of in-home respite services. Outcomes are perceived
by caregivers in relation to care recipient personal safety and the avoidance of negative
consequences through the provision of supervision in the caregiver‟s absence. Use of inhome services challenges normative beliefs for some caregivers, particularly for spousal
caregivers who feel it is their role to provide assistance that is needed in the home.
Likewise, perceived inflexibility and the inability of in-home services to provide
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responsive and personalised care makes the use of in-home services difficult, and may
inform control beliefs. Implications are discussed in relation to community care
pathways and the promotion and development of in-home respite services to better
target caregiver beliefs and respond to caregiver perceived needs.

4.3

Background

Dementia is a progressive disabling neurological syndrome that leads to profound
physical and cognitive deficits (Sauvaget, Yamada et al. 2002). While many people with
dementia require institutional care due to the extent of their disability, having a coresident caregiver improves the likelihood that people with the syndrome will be able to
remain living at home (Banerjee, Murray et al. 2003). However, providing care and
support for someone with dementia has been associated with significant physical and
psychological stresses for those family members who play the role of primary caregiver
(Mohan, Trivedi et al. 2004; Tibaldi, Aimonino et al. 2004; Bruce, Paley et al. 2005;
Joling, van Hout et al. 2010). In fact, caring for someone with dementia can be more
stressful than caring for an older adult without dementia, particularly if the caregiver
feels trapped (Bertrand, Fredman et al. 2006).

Respite services aim to provide temporary relief to caregivers from their caring
responsibilities. They are part of a range of services provided through community care
programs to assist to people with dementia and their caregivers (AIHW 2006; DOHA
2006; NHS 2006; Montgomery and Rowe 2007). There is a growing consensus that the
use of formal support services such as respite can help carers of people with dementia to
continue in their role for longer (Eagar, Owen et al. 2007; Parker, Mills et al. 2008).
However, studies from the US (Cox 1997; Gaugler, Kane et al. 2005) and the UK
(Philp, McKee et al. 1995) suggest that caregivers of people with dementia tend to
underutilise and/or delay the use of respite services.

In Australia, the provision of respite has received increasing prominence in government
supported programs, including the funding of a national respite programs for caregivers
(AIHW 2006). Australian governments have traditionally funded community based
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social services such as respite through a complex and mixed system of private,
community, government and non-government welfare organisations. While informal
care is still the major form of support for most individuals and families, in recent
decades community care for the aged has been increasingly formalised and publically
supported (Brennan 2010). However, despite substantial increases in the public funding
of respite and other community programs, caregivers of people with dementia in
Australia are still low users of services. For example, it is estimated that 70% to 84%
(ABS 2004; Brodaty, Thomson et al. 2005) of caregivers of people with dementia do
not utilise respite, even though a significant proportion report an unmet need for
services (ABS 2004; Brodaty, Thomson et al. 2005; AIHW 2006).
Studies conducted in the US indicate that both socio-economic (Cotrell and Engel 1998)
and cultural factors (Kosloski, Schaefer et al. 2002; Montoro-Rodriguez, Kosloski et al.
2003) influence respite service access for people with dementia and their informal
carers. The ageing population in Australia is also culturally diverse (Borowski and
McDonald 2007) and results from the few studies conducted in Australia suggest that
those who speak a language other than English may face unique barriers to accessing
services (AIHW 2009; Bruen and Howe 2009). In contrast, other studies have found
that cultural factors such as language do not significantly influence the service use of
caregivers (Brodaty, Thomson et al. 2005). Low service utilisation in Australia has been
attributed to a lack of caregiver knowledge about services, concerns about quality of
care, and caregiver reluctance to use substitute care (Carers Australia 2000). This
suggests a need for improvement of program design, delivery and promotion (AIHW
2006). As respite programs in Australia are delivered within a liberal welfare state
where payments and services are typically means tested, entitlement rules may also
create a social stigma for some recipients (Smyth 2010). However, in Australia, very
little is known about the determinants of the use of support services such as respite by
caregivers of people with dementia (Brodaty, Thomson et al. 2005).

Although respite care can be provided in a variety of out-of-home settings
(Montgomery and Rowe 2007) some caregivers of people with dementia have identified
an unmet need (Philp, McKee et al. 1995) and a preference (Evert and Kukulska 1996)
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for more assistance with respite supervision in the home. In-home (or domiciliary)
services, are forms of assistance or supervision offered in the home of the person with
dementia, typically by a community worker for a scheduled number of weekly hours
(Gottlieb and Johnson 2000). The early use of in-home help services has been
associated directly with delayed institutionalisation of the person with dementia
(Gaugler, Kane et al. 2005). This is an important outcome as it meets both community
preference and increasing government emphasis on supporting people to remain living
in the community as they age (DOHA 2006).

Preference for in-home services may be associated with the time and effort required by
caregivers to get relatives with functional impairments ready to leave home to attend
out-of-home programs (Berry, Zarit et al. 1991). In addition, caregivers have observed
that the movement back and forth between centre-based care and home can exacerbate
the confusion and distress of people with dementia (Gottlieb and Johnson 2000). Inhome services may also be preferred by caregivers who hold some degree of
embarassment in relation to being in public with the person with dementia for whom
they provide care (Montoro-Rodriguez, Kosloski et al. 2003).

For others, use of in-home services may present particular challenges such as a fear or
distrust of strangers in the home (Cotrell 1996). A number of factors have been
identified as barriers to in-home respite service use by caregivers of people with
dementia. These include a lack of knowledge regarding in-home services (Cotrell 1996;
Montoro-Rodriguez, Kosloski et al. 2003), and concerns about affordability (Cotrell
1996) and quality (Edebalk, Samuelsson et al. 1995). Strong family values and respect
for elders can influence in-home service use by minority ethnic groups (Kosloski,
Schaefer et al. 2002), and cost may also be a barrier for those with low incomes
(Montoro-Rodriguez, Kosloski et al. 2003). For other groups, such as older women, the
use of in-home services is also less common (Levesque, Cossette et al. 2000), perhaps
due to the fact that they have often taken great pride in their performance of household
tasks and care provision (McDonald 2006).
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The beliefs and attitudes caregivers hold about the use of different types of respite
services are also likely to influence their service use behaviours (Pedlar and Biegel
1999). For example, beliefs may mediate the influence of social structure on enabling
resources and perceptions of need, and are also able to be addressed to change service
use behaviours (Andersen 1995). Whilst studies of health beliefs have generally found
low correspondence with associated service use behaviours (Andersen 1995; Montano
and Kasprzyk 2002 ), the attitudes towards the outcomes associated with a specific
behaviour have been found to be a much better predictor of that behaviour (Fishbein and
Ajzen 1975; Fishbein 2008). Both the „Theory of Reasoned Action‟ [TRA] (Fishbein
and Ajzen 1975) and the „Theory of Planned Behavior‟ [TPB] (Ajzen 1991) emphasise
the need to understand the influence of external factors on behavioural beliefs (outcome
evaluations), normative beliefs (beliefs about the views of others), and control beliefs
(factors that make a behaviour easy or difficult) on target behaviours. Consequently,
these models may be useful in conceptualising the range of beliefs that caregivers may
associate with the use of in-home respite services. Utilising theory to explore consumer
beliefs is important for extending existing health services research, which has been
critiqued for a lack of application of evidence from health behaviour theories (Andersen
1995). In addition, behavioural models suggest that developing an understanding of the
specific beliefs that inform behaviours will be more useful to inform effective
interventions which can address barriers to service use (Fishbein 2008).

In relation to the use of respite services by dementia caregivers, previous research has
explored the normative beliefs that people hold about the responsibilities associated
with their family relationships and their caregiving role (Kosloski, Montgomery et al.
2001; Kosloski, Schaefer et al. 2002). Attitudes towards service use in general have also
been explored (Collins, Stommel et al. 1991). The TPB (Ajzen 1991) was utilised by
Collins et al. (1991) to underpin the development of the Community Services Attitude
Inventory. However, to our knowledge, no studies have specifically applied the TRA
(Fishbein and Ajzen 1975) or TPB (Ajzen 1991) to conceptualise the range of
behavioural, normative and control beliefs that dementia caregivers may associate
specifically with the use of in-home respite services. Such specificity is important as the
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factors influencing the use of different types of respite services are likely to vary
according to service type (Phillipson and Jones 2009).

The present paper details results from qualitative research with caregivers of people
with dementia. The aims of the study were to explore the utility of these behavioural
theories to identify the beliefs that contribute to service non-use and to determine
whether the beliefs of service users and non-users differ. Implications are discussed in
relation to the promotion and development of in-home respite services to better target
caregiver beliefs and respond to their perceived needs.

4.4

Methods

A qualitative approach was taken in this research following the principles of
transparency and systematicity (Meyrick 2006). The primary objective was to illuminate
and understand service use from the caregivers‟ perspective. This involved a
phenomological approach (Becker 1992; Rice and Ezzy 1999), with data collected
utilising focus groups, individual face to face interviews and interviews dyads (two
participants and an interviewer) (Morgan 1988; Krueger and Casey 2000 ; Ritchie 2001)
with a purposeful sample (Patton 2002) of help seeking caregivers of people with
dementia.

The first author conducted all the discussions/interviews with caregivers and has had
both training and experience in the design, conduct and analysis of interviews and focus
groups. The researcher utilised a semi-structured discussion guide designed to elicit
views from caregivers about the factors that influenced their use of sitters or attendant
caregivers to provide respite in the home. Caregivers were asked to identify whether,
how, and under what circumstances they currently used in-home services to provide
them with a break or respite. In order to elicit behavioural beliefs, caregivers were asked
to describe any positive outcomes that had arisen as a result of in-home service use or
(for non- users) positive outcomes that they anticipated could arise if they did use
services. Next caregivers were asked in the same way about disadvantages or negative
beliefs regarding service use outcomes and about factors that made in-home service use
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easy or difficult (to explore control beliefs). Normative beliefs were explored for inhome service use by asking caregivers to describe any people, groups or organisations
that supported or discouraged their service use. Questions were open-ended, with probes
and follow-up questions utilised to encourage participants to think about and discuss
each of the factors raised.

All discussions were audio recorded and professionally transcribed. Consistent with
content analysis, coding of transcripts was conducted with a mind to pre-existing theory
and some pre-determination of units of analysis (Berg 1989). Specifically, the initial
categorisation related to coding of normative, control and behavioural beliefs from the
TRA (Fishbein and Ajzen 1975) and the TPB (Ajzen 1991). However, rather than focus
on counts of occurrences of pre-determined themes, analysis was inductive, exploring
how existing theories or variables could be confirmed or “opened up to find new
meanings in them” (Strauss and Corbin 1990, p. 50). The study protocol was reviewed
and approved by the University‟s Human Research Ethics Committee.

4.5

Results

A total of 36 primary caregivers participated in five focus groups, two dyads (paired
interviews) and ten interviews in a metropolitan centre about one hour south of Sydney
(NSW, Australia). The demographic characteristics of study participants and of the
people with dementia for whom they provided care are provided in Table 1. The sample
represented both male and female caregivers and care recipients, as well as different
types of caregiver relationships (e.g. spousal and non-spousal caregivers). There were
three caregivers of people with „younger onset‟ dementia, and three caregivers who
were born in non-English speaking countries.

The beliefs that caregivers of people with dementia associate with the use of inhome services
A summary of the beliefs that the caregivers held in relation to the use of in-home
respite services is presented in Table 2. The main behavioural belief (or outcome)
associated with the use of in-home respite services was the ability to meet the needs of
106

the care recipient for supervision when the caregiver had evaluated they were not safe to
be left alone in the home. Utility was therefore perceived in relation to the avoidance of
negative outcomes for the person with dementia (e.g. injury, becoming lost), usually
whilst the caregiver went out to attend to a practical or social need.
“Necessity was the only thing...I had to have someone in the home because I
have other responsibilities. Like I work, three days a week...and mum is so frail
now...she needs help with just about everything...I can‟t leave her alone for too
long...it‟s just not safe.” Caregiver Interview 4
“Dad was starting to wander when we went out…we‟d come home after being
out for dinner and he would be going up and down in the lift looking for us. It
just wasn‟t safe to leave him home on his own anymore.” Caregiver Interview, 5

On the other hand, some non-users did not perceive a need for in-home respite services
having evaluated that it was safe for the person they care for to be left in the home
unsupervised.
“I don‟t need anyone in the home with her yet. She is fine if I leave her alone for
a few hours...I just tuck her into bed [where I know she is safe]...and put on a
DVD...while I duck and do what I need to do.” Caregiver Interview, 6

Another behavioural belief (or outcome) caregivers associated with the use of in-home
respite services was help with the provision of assistance to the person with dementia
with their activities of daily living. This was perceived as needed by some caregivers
due to their own physical frailty.
“I look after my husband, but someone else comes to shower him... because
physically, I can‟t get in to do that anymore” Caregiver, Focus Group 4

For others, this need for assistance was perceived when their relationship to the care
recipient made the provision of personal care uncomfortable. For example, one
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daughter-in-law felt it inappropriate that she provide showering assistance to her father in-law.
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Table 4.1: Demographic characteristics of study participants and of the people with dementia for whom they provided care
Total

Focus groups

Interviews

Dyads

Caregivers

n=36

n=22

n=10

n=4

Gender

Male (10) ; Female (26)

Male (6) ; Female (16)

Male (3) ; Female (7)

Male (1) ; Female (3)

Age

Average = 71 years

Spousal (17); Non-spousal (5)

Spousal (6); Non-spousal (4)

Spousal (2); Non-spousal

Range = 43 to 87 years
Relationship

Spousal (25); Non-spousal (11)

(2)
Co-residency (Yes)

Yes = 27; No = 9

Yes= 16 ; No= 6

Yes = 9; No = 1

Yes = 2; No= 2

Country of origin (Non-

Yes = 3; No = 33

Malta (1)

Germany (1)

Finland (1)

Primary (5); Secondary (16);

Primary (4); Secondary (10);

Primary (1) ; Secondary (5);

Secondary (1); Technical

Technical (5); University (8)

Technical (1); University (5)

Technical (2); University (2)

(2); University (1)

Yes (21); No (15 )

Yes (13 ); No (9)

Yes (5); No ( 5)

Yes ( 3); No (1 )

Yes (29 ); No (7 )

Yes (16); No (6)

Yes (10); No (0)

Yes (3); No ( 1)

English Speaking)
Education

Informal support from
family/friends (yes)
Use of formal services for
support
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Care recipients

n=36

Age

Average = 76 years

n=22

n=10

n=4

Range 55 to 88 years
Gender

Male (23) ; Female (13)

Male (14) ; Female (8)

Male (7) ; Female (3)

Male (2) ; Female (2)

Country of origin

Yes = 3; No = 33

Malta (1)

Germany (1)

Finland (1)

Alzheimer‟s disease (15), vascular dementia

Alzheimer‟s disease (7), vascular dementia

Alzheimer‟s disease

Alzheimer‟s disease

(6), Lewy Body Disease (3), Fronto-

(4), Lewy Body Disease (3), Fronto-

(6), vascular dementia

(2), unknown (2)

Temporal Lobe dementia (2) and other (2);

Temporal Lobe dementia (2) and other (2);

(2); unknown (2);

unknown (6); no diagnosis (2)

unknown (2); no diagnosis (2)

(Non-English
Speaking)
Diagnosis

Time since

Average = 5 years

diagnosis

Range = 2 to 13 years

Assist with ADLS

A lot of assistance (15), a little assistance

A lot of assistance (15), a little assistance

A lot of assistance (15),

A lot of assistance

(14), no assist (4 )

(14), no assist (4 )

a little assistance (14),

(15), a little assistance

no assist (4 )

(14), no assist (4 )

Wandering (2); other

Other (2)

Behaviours

Wandering (7)
Other behaviours (16) e.g. yelling, swearing
or other signs of restlessness
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Wandering (5); other (10)

(4)

Table 4.2: Beliefs associated with the use of in-home respite services
Behavioural beliefs and outcome evaluations
In-home respite use may….
Avoid safety issues associated with wandering when some people with dementia are unsupervised
Avoid safety issues associated with physical frailty when unsupervised
Provide assistance for the care recipient with ADLs when caregiver in unable to do so
Provide caregiver with time to attend to social and or practical needs beyond the home
Provide caregiver with an opportunity to gain additional skills and knowledge from the paid care staff
Cause conflict between the caregiver and the care recipient
Disrupt the routine of the care recipient and cause distress
Normative beliefs and motivation to comply
Caregivers have needs that will take them out of the home environment
Carers who use in-home services are not meeting their responsibilities to care for their family member
Social referents - The care recipient reinforces normative beliefs that personal care in the home is a family or spousal responsibility
Control beliefs
In-home services are often not available when I need them in the evening
In-home services are often not available when I need them at short notice because I am tired, stressed or unwell
In-home services are sometimes not provided for long enough to meet my needs for respite
Other service beliefs
Paid care staff who come into the home should be known to the caregiver
Paid care staff who come in to the home should know the person with dementia and have rapport with them
Paid care staff who come into the home should know the routines of the household
Paid care staff who provide care for people with dementia should possess appropriate knowledge and skill
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Some caregivers held negative behavioural beliefs about the use of in-home respite
services. One negative outcome anticipated by some was conflict with the care
recipient. As a result, some users of in-home services appeared to still be weighing up
whether the outcomes to be gained from service use were satisfactory. Care recipient
resistance to having a sitter sometimes meant that the stress for some caregivers
associated with accessing a short respite break was more trouble than it was worth.
„He said „they don‟t do anything….I don‟t want people here. And that‟s it. It‟s
just one more thing to deal with....one more point of conflict. It‟s very hard to
just keep going sometimes.‟ Caregiver, Focus Group 4
„The other day I was supposed to have the respite guy in. I had a doctor‟s
appointment, because I try and have my appointments for myself when
someone‟s there to look after him. But he dug his toes in and said I‟m not getting
up. And I said, „Look you have to get up, I have to shower you and feed you and
all this sort of stuff because the [paid] carer is coming‟...he got really quite
abusive. And I think to myself, well is it worth it?‟ Caregiver, Interview 2

The use of in-home respite services also challenged the normative beliefs of some
caregivers. Beliefs held about marriage were particularly significant to spousal
caregivers who associated service use with not fulfilling their spousal duty. These
beliefs were reinforced by care recipients, some of whom expressed a preference for
care provision by their spouse, or who were resistant to receiving assistance from others
in the home.
„I have always felt that using these services in the home....that I am shirking my
responsibility...because I feel that as long as I can do it then it should be me
doing it, you know. It is my job... for better or worse...in sickness and in health.‟
Caregiver, Interview 2
„He [my husband] can‟t understand why they come. He said I don‟t want other
people doing it...I want you...‟ Caregiver, Focus Group 4
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Normative beliefs about caregiving informed caregiver perceptions that paid staff were
providing direct substitute or replacement care. As such, caregivers perceived a strong
need for the paid staff to be aware of the home routines and how things were usually
done in the home environment. This appeared to be part of trying to minimise the stress
on the care recipient, and perhaps to help to relieve guilt that may have been associated
with the use of paid formal carers. As such, access to quality, trustworthy and familiar
staff to provide care strongly influenced caregivers‟ perceptions of the utility of home
based respite services.

Caregivers expressed a preference for staff who developed a knowledge of, and rapport
with, the person with dementia that they were caring for. If that could not be provided
then the in-home service was deemed less useful and less desirable. This resulted in
some caregivers not utilising services, whilst others persevered with use despite feeling
dissatisfied with the nature of support they received. Negative experience of in-home
services led to some caregivers holding behavioural beliefs that in-home service use
would result in negative outcomes for the care recipient, such as distress or disruption to
their established routines.
„A fellow came the first night which was excellent, I spoke to him in detail, the
things, the routine, there was no problem, dad went to bed, mum was good. The
next day, the day I had to go out, a different person came….. And things went
downhill after that because mum got really upset, dad was really upset, broke all
the routine and I had to come home early. So I just cancelled the following day
because it wasn‟t going to work. So that was the problem with that in [in-home]
respite. Had it been the same person – because you‟ve got to explain to them
what their behaviours are, what their routines are.‟ Caregiver, Focus Group 6

Perceptions of utility were also influenced by the expertise of the formal care staff that
provided services in the home. Staff that had a good knowledge and understanding of
dementia and how to manage the difficult behaviours that can be associated with it were
highly valued by caregivers. The matching of staff to the particular needs of the care
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recipient and to the caregivers‟ expectations also increased the satisfaction with the
service.
„The next time I tried the emergency respite service because I was desperate and
they sent someone who was wonderful with mum...she totally got it. She attended
to mum‟s physical needs...but also in talking with her about her life...engaging
with her. She treated her like a human being...not as someone with an illness...
and helped her emotionally and mentally...which is what I was looking for‟
Caregiver, Interview 4
„The guy that was caring for his respite, one of them has been a mine engineer
or something, so he has got something in common with him, he can talk about
those things. He also found out that [my husband] used to be a surf lifesaver, so
he sometimes takes him to different beaches so that they can talk about those
days too.‟ Caregiver, Interview 2

Likewise, staff who engaged the person with dementia in meaningful activities were
valued by caregivers, and these qualities made service use more acceptable to some
caregivers.
“I was happy to accept it once I knew they were going to engage with dad. You
know…read the paper to him … the church bulletin…help him to pray the
rosary. If they were replacing me…that is what I would have been doing with
him…but it takes time to learn about a person and their needs…and because of
all the chopping and changing of caregivers…the service can be so hit and
miss”. Caregiver, Interview 9

One caregiver described a desirable outcome that he believed could be achieved by
providers of in-home respite care. From his perspective, the in-home respite he received
would have been more useful if the paid staff involved were also prepared to engage
with him about his wife, her care and her dementia.
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“I would really like, not just a well trained caregiver, but an external adviser. I
am the only person that looks after my wife most of the time, and it would be
invaluable to be able to say to that person, if they had the knowledge, well you
know, how do you think she is going, what do you think her needs are…do you
think we are meeting her needs. To have someone in the home with me who has
also experienced a normal day…that could say well I did this with her today and
it really worked…that type of thing. To able to spend some time with them in the
house with my wife, and see how they manage some of the difficult behaviours
would be great.” Caregiver, Interview 7

In regards to control beliefs, caregivers identified that a lack of flexibility and
responsiveness made service use difficult. Some reported that they had not been able to
access services when they needed them. Night time access to in-home respite services
was a particular issue.
“Yes, they did the day time but with the night they didn‟t want to come at night
and that was often when I wanted to go out…” Caregiver, Focus Group 6
“One of my regular things was trying to get night respite… to sit with him for a
few hours and watch TV….there was no availability for that…I just wanted to be
able to go to my Rotary night meetings and so that went by the wayside.”
Caregiver, Focus Group 7

Also some caregivers felt that the length of time that in-home respite services were
available did not meet their needs and was not always sufficient to provide them with
any real sense of relief or respite.
„I might as well take him with me and do the shopping slowly. I raced in here
yesterday, raced back. It is often just not long enough. It isn‟t a break for me, it
should be but I can‟t make it a break because I think I‟ll do this or that.‟
Caregiver, Focus Group 4

115

„Three hours is such a short time... if I‟m out then I‟m sort of watching my watch
all the time, I‟ve got to be back, got to be back. It‟s just that you never can
totally forget about it. It‟s not that simple. Because you are always worrying, is
he going to be alright?‟ Caregiver, Interview 2

Some caregivers were also not able to access in-home support, even for what they
perceived as an urgent or immediate need. This highlighted a different type of problem
with service flexibility, revealing a mismatch between what caregivers and providers
perceived as an emergency. Not surprisingly, such services were not perceived as useful
by caregivers. In fact, failure to access services appears to have contributed to the stress
and isolation experienced by some caregivers.
„When I needed it I called the emergency respite business…. If you ring this
morning and say I‟ve had three nights I‟ve hardly had sleep, I really need a
sleep….can I have someone tonight – oh, there‟s nobody available, it‟s only if
it‟s an emergency…like someone‟s broken a leg or you‟re sick. Then I have to
have infusions once a month and I have to go for six months. It takes three or
four hours for this to take place. And I tried to get someone to sit with [him]
once each month for the six months, no, that‟s not an emergency either. But if I
rang today and said I needed someone today because I‟m going to the hospital
today and that‟s an emergency they‟d say no we don‟t have anyone. Can you see
my point? And I thought I was between the devil and the deep blue sea.‟
Caregiver, Focus Group 6
In contrast, when services were able to meet caregivers‟ needs they were considered to
be beneficial, and flexibility was a benefit associated with the use of in-home (as
distinct from out-of-home) care.
„I have just used bits and pieces when we needed, if we had something on. Like a
couple of funerals we couldn‟t take him –because it was flexible you could ring and
say I need someone for three hours on that day, whereas day care is on a Thursday
and if you had the funeral on Tuesday that doesn‟t help.‟ Caregiver Dyad 1
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4.6

Discussion

The aim of the study was to apply behavioural theory to explore the in-home respite
service beliefs (behavioural, normative and control beliefs) of informal dementia
caregivers. The study also sought to establish whether the beliefs of users differed from
non-users and to uncover some of the factors that may contribute to delays in the onset
of service use. Understanding determinants of respite service use is important in
addressing the current under-utilisation, as well as delays in use of services among this
vulnerable group of caregivers.

The primary behavioural belief (or outcome) that caregivers associated with the use inhome respite services was the maintenance of safety for those care recipients with
functional deficits (or those who wander). As most physical deficits tend to occur later
in the dementia life course, this belief is likely to contribute to delays in the onset of
service use. To engage earlier use, homecare agencies may need to consider how they
might „value-add‟ to respite services and increase the range of positive outcomes
caregivers associate with service use. From the results of this study, one example of an
outcome desired by caregivers was education from paid staff with dementia expertise
that could provide feedback and coaching around caregiving, not just supervision or
„sitting‟.

As for other respite services (Kosloski, Montgomery, and Youngbauer, 2001; Kosloski,
et al., 2002), the normative beliefs of some caregivers can also make the use of in-home
services difficult. In particular, spousal caregivers felt substitute care in the family home
presented a direct challenge to their caring responsibilities. However, there was no
evidence in this study that caregivers were influenced by any broader social stigma
associated with being recipients of welfare services.

Some caregivers who utilise services had come to accept respite service use as
normative. However, many caregivers went on to utilise in-home respite despite their
beliefs, because of the risks associated with the care recipient being unsupervised.
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Agencies who can establish a separate, rather than just a substitute caring relationship
with the care recipient may to some degree mediate caregiver beliefs that position
respite only as „replacement‟ care. Providing a „person-centred‟ service (Kitwood,
1997) of direct benefit to the care recipient may not only help to remove some of the
guilt associated with service use for some caregivers, but also expand the utility of inhome respite services. Research examining preferences of both caregiver and care
recipients for in-home service provision in this context would be useful.

Caregiver control beliefs (perceptions of what made service use easy or difficult)
highlighted caregiver concerns regarding the flexibility and responsiveness of services
to meet their needs. For some, an intention not to utilise services reflected an evaluation
that in-home services were not able to provide them with good quality substitute care
when they needed it. Others, however, persisted with occasional use despite a level of
dissatisfaction. Issues regarding service quality and flexibility have been highlighted in
previous research (Edebalk, Samuelsson et al. 1995; Cotrell 1996). Results from this
study confirm these issues, and are consistent with thoughts that under-utilisation of
social services by caregivers of people with dementia in Australia may be mostly
influenced by the need for improvements in program design, delivery and promotion
(AIHW 2006). Cultural issues or socio-economic factors were not raised by caregivers
in the interviews, highlighting that the circumstances influencing service use in
Australia may be different that those in the US where socio-cultural factors influence
access more significantly. These issues may also not have been raised due to the small
number of people represented from the diverse array of cultural groups in Australia and
should be further explored in future research.
Meeting caregivers‟ needs for flexibility and continuity of service provision in the home
is certainly a challenge for service providers. In fact, the desire of caregivers for
flexibility may be at odds with the ability of agencies to provide continuity of care.
However, models of care that provide access to a known pool of formal care assistants,
and the acknowledgement that care provision in the home may require time for the
meeting and preparation of the care assistant by the primary caregiver, may go some
way to addressing caregiver concerns.
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Caregiver preference for continuity of care may also require a response at a policy level.
In Australia, the national respite care program is funded separately to those services that
provide direct care support to people with dementia (with the exception of care
packages) (AIHW 2006). As a result, whilst some families may utilise one agency to
provide direct assistance to the person with dementia in the home, funding arrangements
may require them to utilise an alternative „unknown‟ service provider for respite care,
especially if they need access at short notice. This divorcing of some of the funding
arrangements for caregivers and care recipients appears particularly at odds with
caregiver preferences and highlights the importance of consumer feedback to inform the
way services are funded and administered.

In regards to control beliefs, this paper identifies potential relationships between access
issues and caregiver self-efficacy and stress. In this study, failure to access in-home
respite when caregivers felt they really needed it led some to feel that successful service
use was beyond their control. Theory suggests that causal attributions following failure
can play a significant role in shaping people‟s sense of self-efficacy and performance
(Bandura 1977). Perceived failure to perform a desired behaviour and achieve a
successful outcome has been shown to influence people‟s expectations of future success
(Wiener 1986) and result in learned helplessness (Alloy, Peterson et al. 1984).
Caregivers of people with dementia who do not feel they have control of the stresses in
their lives, or who feel that the factors causing stress are unchangeable, report
significantly more depressive symptoms (Roscoe and Cohen 1999) and have lower selfefficacy (Mausbach, von Känel et al. 2011). As such, service system deficits may
directly add to caregiver stress or depression, as well as contribute to future intentions
to not utilise services. Longitudinal studies which measure caregiver attributional styles
and coping in the face of interaction with the service system would be useful to
establish the degree to which these factors are related.

It appears evident that the pathways of promotion and access to assist caregivers in their
navigation of the service system need considerable improvement. In the short term,
homecare service providers could also consider the potential benefits of psychosocial
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interventions for caregivers which can assist to build mastery and efficacy to cope with
the stresses of caregiving (e.g. Mahoney, Tarlow et al. 2003). Caregiver educational or
support interventions which aim to improve caregiver capacity to navigate the service
system to better meet their needs, and those of the person for whom they provide care,
would also be useful. Additional research in this area should address the ways in which
caregiver help-seeking behaviours may differ across the continuum of care (Cotrell and
Engel, 1998; Runge, Gilham et al. 2009).

4.7

Conclusion

The application of behavioural theory in this research has been useful to highlight the
importance of service beliefs in influencing the use and non-use of in-home respite
services by caregivers of people with dementia. It has also highlighted the range of
strategies that may be needed to alter beliefs as part of a broader strategy to address
under-utilisation and delays in in-home respite service use. Results are consistent with
service use models, highlighting that the performance of a behaviour (in this case inhome respite service use) is the result of interactions between specific beliefs and
attitudes, people‟s skills and abilities, their needs and the community resources
available to them in their external environment.
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5 : RESIDENTIAL RESPITE CARE: THE CAREGIVER‟S LAST RESORT
5.1

Introduction to Chapter

This chapter presents a journal article that that was written by the candidate with coauthor Professor Sandra Jones and was published in 2011:

Phillipson, L. and S.C Jones (2011). "Residential respite care: The caregiver's last
resort." Journal of Gerontological Social Work 54(7): 691-711.

The paper presents the results of the analysis from the series of qualitative studies
(including Chapters 3 and 4) but explores the distinct set of behavioural, normative and
control beliefs that caregivers hold about residential respite care services. As part of the
thesis, this chapter appears after both the day care paper (Chapter 3) and the paper on
in-home beliefs (Chapter 4) to highlight that caregivers are likely to perceive utility for
residential respite services right at the end of the caring trajectory, when the stress and
burden associated with caregiving is likely to be most significant. The chapter addresses
the specific need identified in Chapter 2 for research which specifically explored factors
associated with why caregivers don‟t utilise residential respite care services.

5.2

Abstract

Understanding the beliefs that caregivers of people with dementia have in regard to the
use of residential respite may inform strategies to address low service utilisation. In this
paper, the application of theory in qualitative research with 36 caregivers provides
insight into why most delay service use. Whilst some believe service use may increase
caregiving longevity, others position service use in conflict with normative values, and
may hold beliefs that negative outcomes will result from utilisation. To address
caregivers‟ beliefs to support service use, improvements are required to service
promotion, as well as to models of care.
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5.3

Background

Providing care and support for someone with dementia has been associated with
significant physical and psychological stresses for those family members who play the
role of primary caregiver (Mohan, Trivedi et al. 2004; Bruce, Paley et al. 2005; Joling,
van Hout et al. 2010) (Tibaldi, Aimonino et al. 2004). Formal services, such as respite
care, can support family caregivers in the challenging role of caring for someone with
dementia. Respite (the temporary relief of the caregiver through the provision of
substitute care) (Petty 1990) has been consistently identified by caregivers of people
with dementia as one of their critical unmet support needs (Schofield, Murphy et al.
1998; Armstrong 2000; Brodaty, Thomson et al. 2005). However, low use of available
respite programs does not always appear to reflect this stated need (Lawton, Brody et al.
1989; Montgomery and Borgatta 1989; Cox 1997).

Whilst respite care can be delivered in a variety of settings, this paper focuses on
residential respite care, exploring why some caregivers utilise these services, while
others do not. When studying the use of respite care, it is important to be specific in
regards to the services under investigation, as the factors influencing use of care are
likely to differ depending on the type of service provided (Phillipson and Jones 2009).
Residential Respite Care (RRC) is a service provided for a continuous period of days or
weeks in an out-of-home setting. Although RRC is temporary, for older people it is
usually provided in an institutional care setting (e.g. nursing home), which also
accommodates permanent residents (Hegeman 1988; DOHA 2008). Evidence
supporting the efficacy of respite programs is not robust (Lee and Cameron 2004), but
RRC is still promoted as being useful for caregivers of people with dementia on a
planned or emergency basis to help with stress (Carlson, Abbey et al. 2009). This may
occur through services having a protective effect, perhaps through building capacity,
resilience, and self-worth or enhancing support (Sorensen, Pinquart et al. 2002).

Despite the probable utility of RRC, utilisation of services by caregivers of people with
dementia tends to be low. For example, in Germany, 72.7% of caregivers of people with
dementia have never accessed short term residential respite care (Donath, Winkler et al.

128

2009). In the US, less than 2% of caregivers who attended specialist Alzheimer‟s
disease treatment centres utilised recommended nursing home respite (Douglass and
Fox 1999), and in Australia, only 32% who received a formal approval for RRC used it
within the next 12 months (AIHW 2009). In these studies, caregivers were less likely to
have used RRC if they did not know where their nearest facility was and if their „need‟
was less (Donath, Winkler et al. 2009). The only factors associated with not taking up
recommendations to use approved RRC in Australia were being born in a non-English
speaking country (AIHW 2009). Whilst care giver needs, and the presence of care
recipient problems such as having a wandering or self care dependency were associated
with use of nursing home and residential care for respite in the US, the study by
Douglass and Fox (1999) did not highlight any factors that explain why caregivers did
not access services.

Given the significant costs associated with the provision of RRC (DOHA 2008), and the
apparent underutilisation, program planners and service providers need a good
understanding of the factors that influence the uptake of these services. This would
enable providers to better address barriers to RRC use or, alternatively, to re-direct
funds towards more valued forms of respite care (Bruen and Howe 2009). However,
little is currently known about the factors that influence the use of RRC by caregivers of
people with dementia, and even less is known about why services are not utilised
(Phillipson and Jones 2009).

One factor that may be important to investigate is the beliefs that caregivers associate
with RRC use. Studies focusing on caregivers of people with dementia indicate that
attitudes to respite in general account for more variance in service use behaviours than
either caregiver or care recipient needs (Kosloski and Montgomery 1993). Perceptions
that services are high quality and trustworthy (Kosloski and Montgomery 1993; Pedlar
and Biegel 1999), and are of high utility (Kosloski and Montgomery 1993; Kosloski,
Schaefer et al. 2002) are strongly associated with respite use. On the other hand,
perceptions of low utility (Brodaty, Thomson et al. 2005), low quality (Evert and
Kukulska 1996) and negative perceptions of availability (Clark, Bond et al. 1995) or
convenience (Pedlar and Biegel 1999) have been associated with non-use. Caregiver
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attitudes are likely to be informed by the beliefs that caregivers hold regarding both
service inflexibility and the inability of services to meet the specific needs of caregivers
and care recipients (Bruen and Howe 2009; Phillipson and Jones 2011a). In addition,
perceptions of low utility may also be informed by a lack of desire by some caregivers
for separation from the care recipient, even when they recognise their own need for
some time to themselves (Chappell, Reid et al. 2001).
Whilst these previous studies have examined caregiver attitudes to „respite‟ in general,
the beliefs and attitudes influencing the use of RRC may differ from those influencing
other types of respite services (e.g. in-home or out-of-home day centres) (Phillipson and
Jones 2009). In order to develop effective interventions to target RRC non-use
specifically, behavioural models suggest that interventions which are able to target
specific beliefs about particular behaviours are likely to be more effective (Fishbein
2008). Knowledge of beliefs that caregivers associate with RRC could improve the
ability of providers to match specific RRC services to perceived needs, or to highlight
potentially beneficial outcomes to reluctant service users. In addition, knowledge about
how caregivers utilise RRC in the life course of dementia could improve the timing at
which services are promoted to caregivers (Runge, Gilham et al. 2009), as well as guide
the application of evidence based care in the community (e.g. Carlson, Abbey et al.
2009).

The Theory of Reasoned Action (TRA) (Fishbein and Ajzen 1975) and the Theory of
Planned Behaviour (TPB) (Ajzen 1991) model the influence of beliefs on people‟s
attitudes to engaging in behaviours, and how these attitudes influence their behavioural
intentions. Applying the belief constructs from these theories (Fishbein and Ajzen 1975;
Ajzen 1991; Montano and Kasprzyk 2002 ; Fishbein 2008), behavioural beliefs (beliefs
that caregivers have about the outcomes associated with RRC use) may inform
caregivers‟ attitudes and intentions to use RRC or not. Likewise, normative beliefs (held
by caregivers about the views of others) and their approval or disapproval of RRC
service use may also affect service use. Similarly, control beliefs (factors that caregivers
perceive as making RRC service use easy or difficult) may influence caregiver selfefficacy (Bandura 1977) and the conviction that they can successfully use a residential
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service to provide them with respite. However, the utility of these concepts to explain
the variation in caregivers‟ intention to utilise RRC services is not known.

The aim of this paper is to improve understanding of the beliefs that may influence the
use and non-use of RRC by caregivers of people with dementia via the application of
theory (i.e. the belief constructs from the TRA (Fishbein and Ajzen 1975) and the TPB
(Ajzen 1991). Specifically, three research questions will be explored. Firstly, what
behavioural, normative and control beliefs do caregivers associate with the use of RRC
[Research Question 1 (RQ1)]? Secondly, do the beliefs of users differ from those of
non-users of RRC [Research Question 2 (RQ2)] and thirdly, do caregiver beliefs inform
delays in the use of RRC [Research Question 3 (RQ3)]? In addition, the implications of
these beliefs for policy and practice will be discussed.

5.4

Methods

A qualitative method was adopted to address the research questions following the
principles of transparency and systematicity (Meyrick 2006). In this study, data were
collected from a purposeful sample (Patton 2002) of help seeking caregivers of people
with dementia. Recruitment was via letter through an agency coordinating the local
branch of a National Respite Telephone Call Centre, and caregivers were subsequently
followed up by phone.

Respondents were provided with a choice of participation in a focus group or a face-toface interview. Individual face-to face interviews were considered appropriate for
discussing personal and sensitive issues (Ritchie 2001) and for participant convenience
(in anticipation of the difficulties caregivers may face in trying to attend a group
discussion at a specific time and venue). Four caregivers (one mother and daughter, and
two who were members of the same carer support group) requested to participate
together in a paired (or dyadic) interview. Interview dyads (two participants and an
interviewer) are an established qualitative data collection method, usually involving
naturally occurring groups such as friendship pairs or spouses, and can be useful in
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maximising participant comfort and, where relevant, creating a joint narrative (Arskey
1996).
Focus groups are also an appropriate research method for exploring people‟s behaviour
and attitudes towards an issue (Morgan 1988; Krueger and Casey 2000 ). In focus
groups, participants are free to respond and debate ideas with one another in a way that
is less likely to occur within an interview format (Krueger 1994 ). The inclusion of
focus groups was also in part prompted by the request of caregivers, many of whom
expressed a desire to participate in a group discussion with other caregivers. Providing
caregivers with choice and flexibility in regards to their participation was a conscious
strategy to improve the response rate by accommodating preferences (Daly, Kellehear et
al. 1997). Utilising different data collection methods in combination also enabled the
collection of rich data from multiple perspectives (Morgan 1988; Krueger 1994 ;
Ritchie 2001).

The first author conducted all the focus groups and interviews and has had training and
experience in the design, conduct and analysis of data utilising these methods. A semistructured discussion guide was utilised to elicit views from caregivers about the factors
that influenced their use of RRC. RRC was defined for participants as the care of the
person with dementia in a nursing home, aged care hostel or respite „cottage‟ (small
home-like environment). Such care is usually provided for a period of days or weeks
(including overnight care) to relieve the primary caregiver of their responsibilities and
provide them with a more extended break.

Caregivers were asked to identify whether, how and under what circumstances they
currently used RRC to provide them with a break or „respite‟. In order to elicit
behavioural beliefs, caregivers were asked to describe any positive outcomes that had
arisen as a result of the use of RRC or, for non service users, positive outcomes that
they anticipated could arise if they did use services. Caregivers were then asked about
disadvantages or negative beliefs regarding RRC service use outcomes and about
factors that made service use easy or difficult (to explore control beliefs). Normative
beliefs were explored by asking caregivers to describe any people, groups or
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organisations that supported or discouraged their service use. Questions were openended, and probes and follow-up questions were utilised to encourage caregivers to
think about and discuss each of the factors raised.

All discussions were audio recorded, transcribed and content analysed with a mind to
pre-existing theory and some pre-determination of units of analysis (Berg 1989).
Categorisation was according to the caregivers‟ normative, behavioural and control
beliefs and their influence on service use. However, rather than focus on counts of
occurrences of pre-determined themes, analysis was inductive, exploring how existing
theories or variables could be confirmed or „opened up to find new meanings in them‟
(Strauss and Corbin 1990, p. 50). Initial coding by the first author was an iterative
process, involving segments of similarly coded text being grouped for re-reading and
analysis. Resultant themes were reviewed by the second author, and refined until
agreement was reached between both coders (Crabtree and Miller 1992). Whilst
individual interviews, dyadic interviews and focus groups were utilised, the researchers
did not note any patterns that distinguished the responses from participants due to the
data collection method. As such, whilst quotes identify the data collection format and
the relationship of the caregiver to the care recipient, analysis of the results was
combined.

To ensure face validity and credibility of the thematic analysis, member checks (Lincoln
and Guba 1985) were conducted via presentation of the study results at community
forums. Research participants (and other interested community members) were invited
to attend forums and provide feedback on the analysis and study results. Participants
who attended forums confirmed that results were consistent with their interviews and
their lived experience.
The study protocol and materials were reviewed and approved by the University‟s
Human Research Ethics Committee (HREC). The purpose of the University HREC is to
protect the welfare and rights of the participants in research, and to facilitate research of
benefit to the wider community. The HREC is constituted according to the National
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Statement on Ethical Conduct in Research involving Humans and accredited by the
National Health and Medical Research Council (UOW 2010).

5.5

Results

A total of 36 primary caregivers participated in five focus groups, two dyads and ten
interviews in a metropolitan centre about one hour south of Sydney (NSW, Australia).
The demographic characteristics of study participants and of the people with dementia
for whom they provided care are provided in Table 1. The sample represented both male
and female caregivers and care recipients, as well as different types of caregiver
relationships (e.g. spousal and non-spousal caregivers). There were also three caregivers
of people with „younger onset‟ dementia, and three caregivers who were born in nonEnglish speaking countries of origin.

The beliefs of caregivers who are not currently using residential respite care
Some non-users of residential respite services did not perceive a need for this type of
support due to beliefs that they are currently managing the needs of the care recipient
without too much difficulty. Some anticipated that RRC may become useful to them in
the future, due to care recipient deterioration and an expected increase in the stresses of
caring. Some caregivers also perceived that RRC services may be useful in an
„emergency‟.
„We are ok at the moment…though I can imagine perhaps needing it in the
future...when things are going to get much harder, or in an emergency…if I got
sick or something… so maybe later, we will use it.‟ Spousal Caregiver, Focus
Group 3
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Table 5.1: Demographic characteristics of study participants: Caregivers and care recipients
Total

Focus groups

Interviews

Dyads

Caregivers

n=36

n=22

n=10

n=4

Gender

Male (10) ; Female (26)

Male (6) ; Female (16)

Male (3) ; Female (7)

Male (1) ; Female (3)

Age

M = 71 years

Spousal (17); Non-spousal (5)

Spousal (6); Non-spousal (4)

Spousal (2); Non-spousal (2)

Range = 43 to 87 years
Relationship

Spousal (25); Non-spousal
(11)

Co-residency (Yes)

Yes = 27; No = 9

Yes= 16 ; No= 6

Yes = 9; No = 1

Yes = 2; No= 2

Country of origin (Non-

Yes = 3; No = 33

Malta (1)

Germany (1)

Finland (1)

Primary (5); Secondary (16);

Primary (4); Secondary (10);

Primary (1) ; Secondary (5);

Secondary (1); Technical (2);

Technical (5); University (8)

Technical (1); University (5)

Technical (2); University (2)

University (1)

Yes (21); No (15 )

Yes (13 ); No (9)

Yes (5); No ( 5)

Yes ( 3); No (1 )

Yes (29 ); No (7 )

Yes (16); No (6)

Yes (10); No (0)

Yes (3); No ( 1)

English Speaking)
Education

Informal support from
family/friends (yes)
Use of formal services for
support
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Total

Focus groups

Interviews

Dyads

Care recipients

n=36

n=22

n=10

n=4

Age

M = 76 years
Range 55 to 88 years

Gender

Male (23) ; Female (13)

Male (14) ; Female (8)

Male (7) ; Female (3)

Male (2) ; Female (2)

Non-English Speaking

Yes = 3; No = 33

Malta (1)

Germany (1)

Finland (1)

Diagnosis

Alzheimer‟s disease (15),

Alzheimer‟s disease (7),

Alzheimer‟s disease (6),

Alzheimer‟s disease (2),

Vascular dementia (6), Lewy

Vascular dementia (4), Lewy

Vascular dementia (2);

Unknown (2)

Body Disease (3), Fronto-

Body Disease (3), Fronto-

Unknown (2);

Temporal Lobe dementia (2)

Temporal Lobe dementia (2)

and other (2); Unknown (6);

and Other (2); Unknown (2);

No diagnosis (2)

No diagnosis (2)

Time since diagnosis

M = 5 years
Range = 2 to 13 years

Assist with ADLS

Behaviours

A lot of assistance (15), A

A lot of assistance (11),

A lot of assistance (4), A little

A lot of assistance (0), A little

little assistance (17)

A little assistance (9),

assistance (5), No assist (1)

assistance (3), No assist (1)

No assist (4 )

No assist (2 )

Wandering (7)

Wandering (5);

Wandering (2);

Other (2)

Other behaviours (16) e.g.

Other (10)

Other (4)

yelling, swearing or other
signs of restlessness
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However, behavioural beliefs concerning negative outcomes that may occur as a
result of service use can act as a barrier for some caregivers. Some non-users
believed that RRC use could impact negatively on the affective or functional
state of the person with dementia. For others, fears of deterioration in the care
recipient were accompanied by concerns that any decline could make the job of
caregiving more difficult in the future.
„I took her to respite [RRC]…in the earlier stage… It was bloody terrible and
that put an impression on me that I don‟t want her going into respite. You don‟t
want to make them unhappy do you?‟ Spousal Caregiver, Focus Group 2
„But then they‟ve got to come back home and I think it could be much more
difficult in my situation because they‟ve broken the routine we were in. They‟ve
broken it, you‟ve taken them away from that routine, then they have to settle
down, you have to get him back home and he‟ll be more difficult for you.‟ Adult
Child Caregiver, Focus Group 6
„What if she does come home, if I had her in for respite, what would the
difficulty be then? She might be even more disorientated… and then what? At
the moment she does cook, she doesn‟t forget to turn the stove off, she doesn‟t
forget to lock the door, although she does forget in half an hour someone has
come to do the cleaning for her. She‟s forgotten and that‟s what I‟m afraid of
when she comes home: that will she forget these things. I‟m more concerned that
will she be relying on me even more. That‟s what I‟m concerned about.‟ Adult
Child Caregiver, Focus Group 6

Caregiver behavioural beliefs regarding negative outcomes may have their origins in
beliefs about dementia. Such beliefs include perceptions that people with dementia do
not cope well in different physical and social environments. For some, beliefs that
people with dementia may struggle in residential respite, or on their return home, were
reinforced by the providers of residential care services.
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„The first time was a bit – it was new to him, he didn‟t know why he was going in
and he would try and escape all the time. He was trying to climb over the fences
and all that because it wasn‟t familiar. And they said, „Don‟t come too often
because it unsettles them.‟ Adult Child Caregiver, Dyad 1

In summary, the behavioural beliefs of caregivers of people with dementia highlight two
distinct attitudinal segments within non-users, those who anticipate future utility in
RRC use, and those who anticipate negative outcomes and, as such, may try to avoid
use.

Normative beliefs also influenced the intention of some caregivers to utilise RRC
services. For some, use was contrary to the beliefs they held about family
responsibilities, caregiving and promises they had made to their loved ones. Feelings of
guilt and betrayal were a barrier to the use of services. These appeared to be personally
held beliefs, rather than concerns arising from what others might think of them if they
were to utilise RRC. However, the care recipient was mentioned as a social referent who
may reinforce the idea that use of residential care was associated with „abandonment‟ or
the caregiver not fulfilling their responsibilities.

Caregiver 1: „That‟s how I feel, I‟m not ready, and I feel a bit guilty.‟
Caregiver 2: „Guilty yes, because they know earlier they‟ve got something
wrong and then, we talked about it and she said don‟t put me in and I said I
wouldn‟t. You can‟t say that and turn around and shove them in somewhere.‟
Caregiver 3: „You‟re the one that made that promise…‟ Spousal Caregivers,
Focus Group 2
„Without knowing what the outcome would be, the fact we‟ve discussed it [not
putting each other in a home] and we‟ve said we‟ll never do it…He has told me
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in no uncertain terms that he does not want to go there…and I don‟t want to
have a fight about it.‟ Spousal Caregiver, Focus Group 7

Some caregivers also held negative normative beliefs about the quality of care that was
available in institutional aged care homes. Such beliefs resulted in some caregivers
positioning residential respite care use as a „last resort‟.
„You‟d have to be desperate ... I have visited some of those places before ...and
you wouldn‟t put a dog in there, let alone your wife...‟ Spousal Caregiver, Dyad
2

In summary the normative beliefs of caregivers who do not utilise RRC suggest that
non-users believe RRC may be acceptable for carers who are not coping, but not for
themselves. Caregiving norms are influenced by beliefs that: families should not place
their loved ones in RRC; people with dementia are better cared for in familiar home
environments; families who place their loved one in RRC are not fulfilling their
responsibilities; and institutional care environments are of poor quality. These beliefs
are influenced by social referents including residential care providers and the care
recipient.

Some non-users of RRC associated the use of residential services with giving-up or
handing over of their caring responsibilities. The belief that services could not substitute
for the personalised care that she herself was able to provide made service use seem
difficult for this carer, and informed her decision not to utilise this type of support.
„I think control is part of it too. You‟re losing control of your loved one when
they go in a facility….You feel as though you‟re the only one who knows what to
do for them‟. Spousal Caregiver, Focus Group 7

The inability of facilities to meet the needs of people with dementia who have
behavioural issues informed some caregivers‟ beliefs about negative outcomes.
Such experiences also highlighted the potential for negative experiences to
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influence a caregiver‟s sense of efficacy or control that they would be successful
in future attempts to access care.
„When he was in [respite] …there was a nurse there and I‟d be rung up at half
past 10 at night or half past 6 in the morning „we can‟t settle him‟ and I‟d talk to
him on the phone „come and get me‟ …that‟s what worries me about leaving him
in again.‟ Spousal Caregiver, Focus Group 2
„My husband and I thought it was settled. We went for a 3 day rest...and we get
these phone calls, „She‟s been found wandering in the north wing‟. Then we got
another call… „We have to have her assessed, she‟s high care, we don‟t think we
can have her here anymore‟…So, it certainly wasn‟t much of a break…we were
just devastated…we wanted her to behave.‟ Adult Child Caregiver, Focus Group
4
„The first respite my husband went to he was so aggressive, threatening them
with his walking stick and they said they would not have him back.‟ Spousal
Caregiver, Focus Group 6

Negative beliefs about utility and access to RRC were also founded in experiences of
the system not meeting caregiver needs at critical times. Such experiences may also act
to inform the control beliefs of caregivers regarding the utility of RRC in the future for
„emergency‟ situations.
„When I went to hospital the first time to get my knee done I couldn‟t get any
respite anywhere for him. I did have it at the Diggers for a couple of weeks but
we both got the flu last winter so in the end I couldn‟t go to hospital after all…‟
Spousal Caregiver, Focus Group 4
„There are different levels of care but nothing is quick…and there‟s not many
places when you are actually faced with trying to find one to use.‟ Spousal
Caregiver, Dyad 2
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In summary, non-users describe both internal and external factors as influencing their
control beliefs. External factors include beliefs that: available residential services cannot
meet the behavioural needs of the care recipient; the care recipient does not want to
attend a RRC facility; and RRC services will not be available when they need them (e.g.
emergency). Internal factors include beliefs that losing control of caregiving
responsibilities is undesirable.

The beliefs of caregivers who use residential respite care
In contrast to some non-users, users of RRC held beliefs that their need for relief from
their caregiving responsibilities had become critical. For these caregivers, a break was
perceived as a necessity if they were going to be able to continue to provide primary
care for their loved ones in the home environment. Perceptions of usefulness related to a
desire to avoid what caregivers perceived as the ultimate negative outcome – permanent
placement in an institutional facility. For these caregivers, service utility was perceived
through the lens of „more time‟ at home for the person with dementia before what the
caregiver perceived as their inevitable placement in institutional care. As such, the
behavioural belief, that use of residential respite will delay institutionalisation of the
care recipient, appeared to influence the behaviour of some caregivers who utilised
RRC.
„I felt things were getting really, really bad with Mum. We all felt quite
desperate. So I said to the [rest of the] family, I‟ll do this, I want to keep doing
this… to keep Mum out of a nursing home for as long as I can… but I have to
take a break‟. Adult Child Caregiver, Interview 4

The belief that the use of RRC had become a necessity was associated with an
acceptance that some caregivers may reach a point when they were „not going to cope‟
without it. The reinforcement of RRC use as normative by the caregiver‟s social and
service network made service use seem easier for some caregivers, helping them accept
that use was appropriate for their circumstances. The views and assistance of social
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referents also appeared to influence this caregiver‟s sense of control that she could
successfully use a residential service to provide her with respite.
„Well I was [able to use RRC]…because on site where we live ... the sister in charge
of the hostel noticed that I needed some respite. I think she thought I was very
stressed…so she found me a place. So, I also asked a couple of my friends. I said,
„Do you...think that I have hit a brick wall?‟ And both my friends said, „Yes, we have
noticed too.‟ Spousal Caregiver, Interview 9

Another anticipated behavioural outcome was the ability to provide better care for the
care recipient. Caregivers who used RRC expected that extended periods of respite
relieved stress and made them more able to engage positively in their caring role. This
realisation was helpful both in overcoming the guilt associated with residential service
use and enabling them to confront the reluctance of the person with dementia to attend a
residential service.
„I came to realise that the quality of care you can give deteriorates when you get
very tired and very strung out. So, if you look at it like that, it will do them good
in the long run. You can overcome the feeling of guilt you might have in sending
them off, even if you don‟t think that they will like it‟. Spousal Caregiver, Focus
Group 7

For other caregivers who were utilising RRC, the care needs of the person they were
looking after had begun to feel too great, and the use of RRC services was associated
with plans to facilitate a move into permanent out-of-home care. In this situation, RRC
was being used as a transitional step from care in the community to institutional care.
Family caregivers utilised respite to assess the quality and suitability of particular
facilities to meet the needs of their family member, and to gauge the impact of being in
the residential care environment on the care recipient. As such, use of RRC for these
caregivers was associated with the behavioural belief that use could facilitate a „better‟
placement for the person with dementia through „acclimatising‟ them to the new
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environment. Service use was viewed as an opportunity to facilitate a positive transition
through the building of relationship and trust with a particular facility. Caregivers
believed that use of RRC could provide staff of that facility with a chance to gain a
personal knowledge of the person with dementia, in preparation for a time in which they
may be in their permanent care.
„We only ever used one facility for respite…so we could get to know them, and
they could kind of get to know us. We‟ve had our name down there for years,
because that is the place [my mother in law] will go when we can‟t manage her
anymore. They have all the levels of care there, it is near us and hopefully we
could get Dad in the same place to keep them together. Respite was kind of like
a trial, so that she might get a sense of the place if she was ever to go there
permanently…‟ Adult Child Caregiver, Focus Group 4

A summary of all the statements that may represent the behavioural, normative and
control beliefs that caregivers of people with dementia associate with RRC use are
presented in Figure 5.1 within the overall framework of the TRA and TPB.
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Figure 5.1: Representative beliefs of caregivers of people with dementia regarding Residential Respite Care (RRC)
Behavioural beliefs
Some Non-users associate negative outcomes with use of RRC
Expected negative outcomes included: functional deterioration in the care

Attitudes towards the

recipient; affective deterioration in the CR; conflict between themselves and

use of RRC

the CR; feeling guilty about placing their family member in care.

e.g. trust, quality

Other non-users perceive no need for RRC, or anticipate positive utility in an
„emergency‟
Evaluation
of behavioural outcome*
______________________________________________________________
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_______
Normative beliefs
Users associate positive outcomes with the use of RRC
Non-users believe RRC may be acceptable for carers who are not coping,
Expected positive outcomes included: increased caring longevity; delaying
but not for themselves. Caregiving norms are influenced by beliefs that:
CR institutionalisation; feeling less stressed; being able to provide better care
family should not place their loved ones in RRC; family should look after one
and a more positive transition towards permanent institutionalisation.
another in the home environment; family who place their loved one in RRC

RRC SERVICE
USE
Subjective norms
Family and caregiving attitudes

Intention to use

OR

RRC

are not fulfilling their responsibilities; and institutional care environments are
NON-USE

of poor quality. These beliefs are influenced by social referents including
residential care providers and the care recipient.
Users believe RRC is acceptable - Users of RRC believe that service is
Motivations to comply*
acceptable because they feel they will no longer cope without it; or in an
emergency situation
Control beliefs
Some
may still
hold factors
strong normative
beliefs,
persist
Users users
experience
external
which make
RRC but
seem
easierwith use
despite
feeling
some
conflict the support of others (family, friends or service
Users have
often
experienced
providers) to a help them both accept the need for RRC or to find and access
appropriate services.
Non-users perceive internal and external factors make RRC use difficult.
External factors include beliefs that: available residential services cannot
meet
the behavioural
Perceived
power* needs of the care recipient; the care recipient does not
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want to attend a RRC facility; RRC services will not be available when they
need them (e.g. emergency). Internal factors include beliefs that losing
control of caregiving responsibilities is undesirable.

Perceived behavioural control

This figure uses constructs from the Theory of
Reasoned Action and the Theory of Reasoned
Behaviour; Constructs marked with an * are not
explored within this paper; CR=care recipient

5.6

Discussion

This study utilised the TRA and the TPB to identify the behavioural, normative and
control beliefs that inform the attitudes of caregivers of people with dementia in regards
to the use of RRC. It also explored whether beliefs differed for users and non-users of
RRC and the extent to which beliefs informed delays in service use.
Behavioural beliefs clarify utility and caregivers‟ goals for RRC use
Identifying the behavioural beliefs that caregivers associate with RRC (RQ1) is useful
to highlight their goals for service use. Firstly, some users of RRC associate service use
with not coping, and engage services out of desperation, in the hope they may be able to
delay the institutionalisation of the person for whom they care. Other caregivers, having
delayed use for as long as possible, engage services not to extend caregiving longevity,
but to facilitate a better transition for the care recipient into permanent institutional care.
These beliefs differ from those associated with other out-of-home respite services, such
as day centres, where caregivers perceive utility earlier in the dementia life course, and
usually from the perspective of the care recipient‟s need for mental or social stimulation
beyond the home (Phillipson and Jones 2011b).

Both of these behavioural beliefs position the utility of RRC towards the end of the
caring trajectory (RQ3). However, the goals for caregivers who hold these different
beliefs are divergent (delaying vs. facilitating placement) and require different
responses from service providers. For example, to extend caregiving longevity, all
efforts should be made to maximise the benefits of an extended break for the family
caregiver. Given the significant stresses associated with caring for someone with
dementia, this may require community care pathways to be mindful of the needs of
some caregivers to access psychological interventions in tandem with the respite stay
(PSSRU 2007). However, if the goal is to facilitate a positive transition to permanent
care, the RRC episode may be better structured to provide opportunities for families and
the care recipient to establish a relationship with a facility, rather than relatives being
encouraged to stay away and have a break. Goal clarification may also change the
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relationship of the facility to the person with dementia, perceiving them not just a
visitor, but as a possible future resident.

Results indicate that the behavioural beliefs of some non-users may differ from those of
some users (RQ2). Within the non-service using cohort, there are a segment of
caregivers who associate negative outcomes with RRC use because of previous negative
service use experiences. Negative outcomes associated with RRC use include the
affective or functional deterioration of the care recipient, and disruption to home based
care routines that have made caring more difficult after the respite period. The goal for
these caregivers then, is to avoid RRC use.

The deep concerns that some caregivers have regarding RRC are likely to require a
substantial service response. This could begin with improvements to the way that
services are promoted and the ways in which care pathways support the matching of
care recipients to facilities which can meet their specific needs. However, it is also
likely that improvements to actual standards of care are required. This conclusion is
supported by caregiver comments within this study, and by previous research in
Australia, which highlights that both staff and users perceive inadequacies in staff-topatient ratios and the ability of RRC providers to provide personalised care (Witt,
Chenoweth et al. 2004).

Further research may also be required to develop a better understanding of the types of
environmental and care interventions that may assist people with dementia to adapt to
residential care environments for short stays, with less disruption, and thus fewer
negative outcomes. For some caregivers and care recipients the use of RRC may require
a preparative phase, not just assessment and referral as is the current practice within
community care pathways. Opportunities to develop a relationship and rapport with
staff in facilities that provide RRC prior to respite placement, and greater inclusion of
caregivers in a „settling in process‟ with residential staff, may go some way to
minimising disruption. In addition, „post RRC‟ support in the home following a period
of residential respite may assist in minimising the impact of disruptions that may occur
subsequent to the use of RRC.
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Normative beliefs clarify attitudinal barriers to RRC use
Identifying the normative beliefs associated with RRC use helped to clarify some of the
social norms influencing whether caregivers used RRC or not (RQ1). Normative beliefs
about family and caring responsibilities placed the use of RRC in conflict with the
values of some caregivers, who had promised spouses or parents they would „never put
them in a home‟. These beliefs indicate that caregivers, perhaps unnecessarily, link the
use of RRC with permanent placement in institutional care, an outcome that most were
seeking to avoid for as long as possible. Normative beliefs that lead to avoidance will,
by their nature, contribute to service-use delays (RQ3). Whilst these beliefs may have
been stronger in some non-users of services, they were still present in some caregivers
who utilised RRC (RQ2), and may have contributed to guilt associated with service use,
and diminished positive outcomes associated with service use.

Although beliefs about family and caring responsibilities are likely to be difficult to
change, the uncoupling of the association of RRC use with permanent
institutionalisation may be more easily addressed. Promoting and funding alternative
models of RRC such as respite cottages (which do not also accommodate permanent
residents) may be more acceptable to caregivers who hold these strong family beliefs.
However, the efficacy of educational strategies, or the trial of alternative models of
residential respite care to support service use in non-users who hold such beliefs, has
not been established.

Control beliefs clarify that both internal and external factors may make use of
RRC difficult for caregivers
Control beliefs identified within the study highlight factors that may impact on
caregivers‟ efficacy and sense of power to use RRC services (RQ1). From this study,
some control factors are internal to the caregiver and associated with their own
reluctance to handover the care of their family member to a RRC facility. Additional
control issues have their origins in the responses of the care recipient (who may refuse
or be reluctant to attend RRC). It would appear that both users and non-users can hold
similar control beliefs, particularly in regards to internal factors and confronting care
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recipient resistance, both of which can make RRC difficult (RQ2). All of these control
beliefs are likely to inform delays in RRC use (RQ3).
A lack of perceived control on the caregiver‟s part to confront care recipient reluctance
may indicate that some caregivers (particularly those caring for people with behavioural
problems) would benefit from skill-building, to assist them to negotiate and facilitate a
transition into RRC use with the care recipient. Overcoming care recipient reluctance to
use RRC may also be aided by research to better understand the needs and preferences
of people with dementia in regards to factors that would make use more attractive to
them.

Other external control issues were barriers located within the service system (e.g. beliefs
that facilities cannot meet the needs of the care recipient or are not be available when
they are needed). However, the service system was also capable of supporting service
use via promoting service use as normative, and via direct involvement in the
facilitation of placement opportunities.

5.7

Limitations

This study was conducted with a small convenience sample of help-seeking caregivers
who had made contact with the health and social service system, and thus may not be
generalisable to the broader population. The beliefs identified may also not be
representative of those held by caregivers who are yet to seek help with their caregiving
role. A combination of individual interviewing, paired interviews and focus groups were
utilised, all of which can involve interviewer demand effects, potentially influencing
participant responses due to perceptions of social desirability. Paired interviews and
focus groups can also create „audience effects‟ which may limit the response of some
participants. However, the use of multiple approaches to data collection, as in this study,
can overcome some of the limitations of each individual method (Cronk, Gerkey et al.
2009).
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This study was designed to explore the range of beliefs that caregivers may have in
regards to the use of RRC. As such, it does not provide evidence in regards to the
relative importance of these beliefs, nor the extent to which such beliefs are represented
within groups of caregivers who utilise RRC and those who do not. Future research
could consider the use of survey methodologies to present caregivers with
representative belief statements to measure the extent to which different beliefs are held
by users and non-users of RRC, and to quantify any relationship between holding
particular beliefs and service use behaviours. Survey research could also extend the
current study by comparing the relative importance of service beliefs to other factors
which may influence utilisation, such as demographic characteristics, personal and
community resources and the specific needs of the caregiver and the care recipient
(Andersen and Newman 1973; Andersen 1995).

This study also does not explore the perspective of caregivers or care recipients in
regards to how barriers to RRC could be overcome, nor does it provide evidence
regarding the efficacy of interventions that may be employed to encourage uptake of
RRC in non-users. Future qualitative research with caregivers and care recipients would
be useful to explore possible solutions to the issues raised, as well as the conduct of
intervention studies which seek to establish how to best support RRC use in non-service
users.

5.8

Conclusion

The application of theory to identify the service beliefs of caregivers (RQ1) was useful
to highlight the attitudinal and service barriers that exist for some caregivers regarding
the use of RRC. There was not always a clear distinction between the beliefs held by the
users and non-users of services (RQ2). However, the primary difference was in relation
to the perceived need of service users, who held the behavioural belief that service use
had become necessary to extend caregiving longevity. Without exception, the beliefs
held by caregivers in regards to RRC positioned use as a last resort and contributed to
delays in, or avoidance of, service use (RQ3). Improving the utilisation and earlier
uptake of RRC is likely to require substantial service improvements to address the
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known inadequacies within residential aged care environments, and the systems that
promote use. Without such improvements, service providers are unlikely to be able to
promote earlier service use as positive for caregivers and care recipients with dementia,
and likewise, caregivers are likely to continue to delay or avoid the use of RRC.

5.9
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6 : WHY CAREGIVERS OF PEOPLE WITH DEMENTIA DO NOT UTILISE
OUT-OF-HOME RESPITE SERVICES
6.1

Introduction to Chapter

This chapter presents a journal article that that was written by the candidate with coauthors Dr Christopher Magee and Professor Sandra Jones and submitted to the journal
Health and Social Care in the Community in December, 2011:

Phillipson, L., C. Magee, C. and S.C. Jones. "Caregivers with negative service beliefs
are less likely to utilise respite services." Health and Social Care in the
Community.

In this chapter, validated tools and instruments which had been utilised to measure
factors of significance where identified from the research literature (Chapter 2) and
utilised along with the theory-driven concepts developed during Stage 2 (Chapters 3 to
5) to design the caregiver survey instrument (Appendix E). The relative significance of
these factors in relation to the use of two out-of-home respite services were then tested
within an expanded Andersen model (Andersen, 1995; 1973) to quantify the relative
importance of a comprehensive range of caregiver beliefs when compared to other
predisposing, enabling and need factors. This was undertaken with the objective of
assisting the prioritisation of strategies which are most likely to improve use of these
two types of services at a community level. The participant invitation letter/consent
form and the survey instrument can be found in Appendix D and E respectively.

Results from the study highlight that caregiver beliefs regarding negative service use
outcomes are the strongest correlate of service non-use. This demonstrates the priority
for addressing negative beliefs held by caregivers as a means of supporting the
utilisation of out-of-home respite services in this vulnerable population.
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6.2

Abstract

This research paper investigates the relationship between service beliefs and why some
caregivers do not utilise out-of-home respite services. A total of 113 caregivers of
people with dementia from NSW (Australia) were surveyed to identify factors
associated with non-use of day centre and residential respite services. Binary logistic
regression models examined factors with non-use from an expanded Andersen model.
The model explained 66.9% of the variance for day centres, and 42% for residential
respite services. Beliefs about negative outcomes for the care recipient were strongly
associated with non-use and the effects greater than for health and normative beliefs,
and for impeding and need variables. Negative beliefs may also impact on service use
outcomes. To improve respite utilisation in this vulnerable group, service beliefs should
be addressed through service development and promotion that focuses on both caregiver
and care recipient needs. Behavioural service models may be improved via the inclusion
of service beliefs in the study of health and social service use.

6.3

Background

Dementia is a progressive disabling neurological syndrome (Sauvaget, Yamada et al.
2002) for which there are no widely accepted cures or treatments (Scarpini, Scheltens et
al. 2003). The main risk factor for dementia is increasing age and, due to the
demographic ageing of the population, the number of people living with dementia
worldwide will double every 20 years to reach 81.1 million by 2040 (Ferri, Prince et al.
2005), and will reach 1.13 million in Australia by 2050 (Access Economics 2009).
While many people with dementia require institutional care, having a co-resident
caregiver improves the likelihood that people will be able to remain living at home
(Banerjee, Murray et al. 2003). Caring for a family member with dementia can have
positive aspects (Peacock, Forbes et al. 2010; Carbonneau, Carol et al. 2010). However,
caregiving has also been associated with considerable burden (Brodaty and HadziPavlovic 1990; Schofield, Murphy et al. 1998) and can be more stressful than caring for
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an older person without dementia, particularly if the caregiver feels trapped (Bertrand,
Fredman et al. 2006).

There is a growing consensus that the use of formal support services may enable
caregivers to continue in their caring situation for longer (Eagar, Owen et al. 2007;
Parker, Mills et al. 2008). Delaying institutionalisation for some people with dementia
may avoid negative outcomes, such as increased confusion and mortality risk
(Mittleman 2006). It also reflects both community preference and increasing
government emphasis on supporting people to remain living in the community as they
age (DOHA 2006; Runge, Gilham et al. 2009).

The provision of respite (the temporary relief of the caregiver through the provision of
substitute care) (Petty, 1990) is consistently identified by caregivers of people with
dementia as one of their critical unmet care needs (Schofield, Murphy et al. 1998;
Armstrong 2000; Brodaty, Thomson et al. 2005). Despite this, the overall proportion of
caregivers of people with dementia who use available respite programs tends to be low
(Lawton, Brody et al. 1989; Cox 1997; Brodaty, Thomson et al. 2005). For example, in
regards to out-of-home programs, Biegel, Bass, Schulz, andMorycz (1993) found that
only 9% of families caring for someone with dementia used a day centre. For residential
respite care (RRC) (temporary overnight care in an institutional care setting such as a
nursing home) less than 2% of US caregivers assessed at specialist Alzheimer‟s Disease
treatment centres utilised nursing home respite in the following 12 months (Douglass
and Fox 1999). In Australia, analysis of a national dataset revealed that only 32% of
carers of people with dementia who received a formal assessment and approval for RRC
went onto utilise it in the next 12 months (AIHW 2009).

Developing an understanding of factors that influence the non-use of out-of-home
respite services is of paramount importance if governments and service providers are to
address the current low respite utilisation rates in this vulnerable group. A useful
framework is the Andersen „Behavioral Model of Service Use‟ (Andersen and Newman
1973; Andersen 1995), which is the most frequently used and applied model for the
study of health and social service access (Goldsmith 2002). The Andersen Model
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proposes that access is influenced by: demographic, social structure and health beliefs
(predisposing characteristics); community and personal resources (which include
socioeconomic factors) (enabling or impeding factors); and evaluated and perceived
need factors (Andersen and Newman 1973; Andersen 1995).

Previous research regarding people with dementia and their caregivers has identified
few factors associated with the non-use of day programs. These include predisposing
factors such as being a spousal caregiver (as opposed to another co-resident family
caregiver) (Levesque, Cossette et al. 2000) and impeding factors such as not knowing
where to find services (Montoro-Rodriguez, Kosloski et al. 2003). Care recipient need,
such as behavioural problems has also been nominated as a barrier to day centre use;
and high levels of caregiver disturbance in relation to functional deficits in the care
recipient have also been associated with non-use (Levesque, Cossette et al. 2000). In
regards to RRC, people in Australia who were born in non-English speaking countries
are less likely to take up the use of recommended RRC (AIHW, 2010); and in both
Australia (Clark, Bond et al. 1995) and Germany (Donath, Winkler et al. 2009),
caregivers who lacked knowledge of facilities in their local region were also less likely
to use RRC.

The beliefs and attitudes that caregivers hold also predispose caregivers to respite
service non-use (Kosloski and Montgomery 1993; Clark, Bond et al. 1995).
Applications of the Andersen Model (Andersen and Newman 1973; Andersen 1995)
have focused on the influence of health beliefs. Research specifically with caregivers of
people with dementia, found that stigma concerning dementia may impact the
preference of caregivers from minority ethnic groups for the use of in-home respite
services (Montoro-Rodriguez, Kosloski et al. 2003). Negative beliefs about treatment
effectiveness have also been associated with delays in accessing health services for a
dementia diagnosis (Bond, Stave et al. 2005). However, it is not known whether
dementia beliefs influence the use of out-of-home respite services.

Studies of health beliefs, however, generally show low correspondence with associated
health service use behaviours (Andersen 1995; Montano and Kasprzyk 2002 ). In
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contrast, attitudes towards the outcomes associated with a specific behaviour have been
found to be a much better predictor of that behaviour (Ajzen and Fishbein 1973;
Fishbein 2008). Qualitative research with dementia caregivers which applied the
„Theory of Reasoned Action‟ (TRA) (Fishbein and Ajzen 1975) and the „Theory of
Planned Behavior‟ (TPB) (Ajzen 1991) found that non-users (when compared to users)
held different behavioural and control beliefs about the outcomes associated with day
and residential respite service use (Phillipson and Jones 2012; Phillipson and Jones
2011). Other research with caregivers of people with dementia found that both
normative beliefs about caring (Kosloski, Montgomery et al. 2001) and family
responsibilities (Kosloski, Schaefer et al. 2002) may make the use of respite services
difficult.

To our knowledge, however, there have been no studies comparing the role of different
kinds of caregiver beliefs (health beliefs, behavioural, control and normative beliefs)
and how they may predispose some caregivers to service non-use. It is also not clear
what role beliefs may play compared to other factors that may influence service use
(Andersen and Newman 1973; 1995). To address these gaps, this paper details results
from a community based survey of caregivers in NSW (Australia).

6.4

Research Hypotheses

This study applied concepts from the TRA (Fishbein and Ajzen 1975) and the TPB
(Ajzen 1991) within an expanded Andersen model (1973; Andersen 1995) to identify
the role of different factors associated with the non-use of two types of out-of-home
respite services (day centres and RRC). The study proposed the following hypotheses in
relation to day centres:
1. Negative behavioural beliefs will be associated with non-use.
2. Negative control beliefs will be associated with non-use.
3. Negative normative beliefs will be associated with non-use.
4. Negative service beliefs (behavioural, control and/or normative beliefs) will be
more strongly associated with non-use than negative health beliefs.
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In addition the following hypotheses were proposed in relation to RRC:
5. Negative behavioural beliefs will be associated with non-use.
6. Negative control beliefs will be associated with non-use.
7. Negative normative beliefs will be associated with non-use.
8. Negative service beliefs (behavioural, control and/or normative beliefs) will be
more strongly associated with non-use than negative health beliefs.

6.5

Methods

A sample of help-seeking caregivers was recruited via health and social services to
complete a paper based questionnaire. The target group were primary caregivers of
people with dementia who were living in the community (i.e. not in permanent
institutional care). All caregivers who had made contact with services in the Illawarra
region (in the state of New South Wales, Australia) between November 2008 and
November 2009 were identified on the participant databases of the two Commonwealth
funded respite assessment and approval services and mailed a research pack (a research
information sheet, the questionnaire, a consent form and a reply paid envelope). In
addition, a number of local council, community care and health services also identified
caregivers and provided them with research packs by mail or in person. Finally,
prospective recruitment of caregivers who called the Alzheimer‟s NSW telephone
helpline (Nov 2009 to Jan 2010) was conducted and advertisements were also placed in
the Alzheimer‟s NSW supporters‟ magazine. The study protocol was reviewed and
approved by the University‟s Human Research Ethics Committee.

Overall, 444 questionnaires were distributed to caregivers by mail or handout, across all
of the services. Of those who received a questionnaire, 150 replied by phone or mail to
say they were not eligible to participate as the person they were caring for had either
died or was now living in permanent institutional care. Of the remaining 294
questionnaires, 152 were completed and returned by mail, constituting an effective
return rate of 51.7%. Questionnaire data were entered into a database, and cleaned and
filtered to ensure complete responses to all relevant variables. Statistical analysis was
conducted on a final total sample of 113 respondents. There were no discernable
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differences in the characteristics of those with incomplete surveys when compared to
those included with complete surveys.

Materials
All of the variables analysed in this present study were derived from the self completed
questionnaire. One of the aims was to identify factors that were associated with
caregivers not utilising out-of-home services for respite (day care or residential
services). As such, caregivers were asked if the person they cared for currently used a
day care centre to provide them (the caregiver) with respite (no; yes) and also about
current RRC use (no; yes).

Within the framework of the Anderson Model (1973; 1995), selected factors that had
been found to influence the non-use of respite services in dementia caregivers were
assessed (Phillipson and Jones 2009). The questionnaire incorporated both caregiver
and care recipient factors (Bass and Noelker 1987) including predisposing demographic
factors: age, gender, caregiver relationship (spousal/non-spousal), co-residency (yes;
no), and language spoken at home (English; other than English). The questionnaire also
contained 11 health belief statements, including seven beliefs about dementia stigma
(Montoro-Rodriguez, Kosloski et al. 2003; Phillipson and Jones, 2010) ; four beliefs
about the effectiveness of treatment for dementia (Bond, Stave et al. 2005); and two
beliefs about the role of government (Montoro-Rodriguez, Kosloski et al. 2003).
Caregivers were also asked to respond to nine service belief statements (behavioural and
control beliefs) derived from qualitative research with dementia caregivers (Phillipson
and Jones 2011; Phillipson and Jones 2012). All belief statements and coding for beliefs
are presented in Table 6.1.

Personal enabling or impeding resources included were: caregiver income
(<AU$29,999, >AU$30,000); highest level of education (high school or less, post
secondary technical or university); and informal support assessed by the question „Do
you have a family member or friend who assists you in your caring role‟ (yes, no).
Community level resources were operationalised firstly as geographic region (using
postcode and classifications from the Australian Standard Geographical Remoteness
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Area System) (DOHA 2010). In this study, there were no caregivers surveyed from
remote or very remote areas and, due to sample size, a dichotomous variable was
created for area of residence (major city, inner/outer regional). Formal or informal
assistance to navigate the service system was also assessed by the question „Do you
have someone that assists you to find services to help you in your caring role?‟(yes, no).

Care recipient need factors included in the questionnaire were: need for assistance with
ADLs (no assistance, a little or a lot of assistance) (Kosloski and Montgomery 1993);
wandering problems (yes, no); behavioural problems (does your family member/friend
yell, swear or show other signs of restlessness or agitation - rarely or never,
occasionally or frequently); cognitive status (modified) (Pearlin, Mullan et al. 1990).
There were also two indicators of caregiver need: the four item Zarit Burden Screener
(Bédard, Molloy et al. 2001) and the CESD depression screener (Radloff 1977). The
surveys were piloted tested with a small group of caregivers in an interview setting prior
to the data collection period, and modified according to feedback.

Analysis
All data were analysed using SPSS version 17 (SPSS, Chicago, IL). Univariate analyses
were undertaken to identify variables significantly associated (p<0.05) with non-use of
day care services for respite (i.e. comparing non-users to users). Categorical data were
examined using Chi-square tests of independence and continuous variables were
associated using independent samples t-tests. Levene‟s test was conducted for all t-tests
to confirm homogeneity of variance (SPSS 2007). These analyses were replicated to
examine factors associated with non-use of RRC. Factors significantly associated
(p<0.05) with non-use in univariate analyses were then entered into separate binary
logistic regression models with day care non-use and residential care non-use as
dependent variables. The same variables were included in both models to allow
comparison of factors associated with two different types of out-of-home respite
services. Results are reported as adjusted odds ratios (with 95% confidence intervals).
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6.1

Results

The characteristics of the caregivers and the people for whom they provide care are
presented in Table 6.2. The sample may to some degree under-represent spousal
caregivers and people from CALD and ATSI communities, but otherwise characteristics
were generally consistent with those from national datasets (AIHW 2006). Caregiver
enabling factors, and both caregiver and care recipient need factors, are presented in
Table 6.3. In regards to evaluated caregiver need, 28.3% of caregivers had scores on the
CES-D (Radloff 1977) indicative of mild depressive symptoms, and 28.2% of more
major depressive symptoms (Zich, Attkisson et al. 1990). In regards to burden, only 7%
had scores indicating they were experiencing a high degree of burden (Bédard, Molloy
et al. 2001). In regards to care recipient need, 77% required at least some assistance
with their ADLs, 58% occasionally or frequently exhibited behavioural problems, and
22% had a problem with wandering.
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Table 6.1: Outline of belief statements and coding of survey variables
Beliefs

Survey Items

Scoring

Health

Stigma beliefs: Embarrassing to take CR out in public; Self conscious when in public with CR; Avoid company in-

4 point scale 1 SD to 4 SA;

beliefs

home; Easy to have guests in-home* (Montoro-Rodriguez et al., 2003). Dementia is a type of mental illness; I feel

Dementia Stigma (/24)

embarrassed about CR‟s memory problems; I feel embarrassed about CR‟s behaviour problems (Authors,
unpublished)
Treatment beliefs: Early treatment can delay progression; Delaying treatment has negative effect; Medication slows

4 point scale 1 SD to 4 SA;

deterioration; Effective treatments are available (Bond et al., 2005). A variety of treatments are available (Authors,

Treatment Score (/20)

unpublished)
Service

Behavioural- service use will lead to negative (or no positive) outcomes. Use may: lead to CR deterioration; cause

5 point scale; 1= A or SA; 2= D,

beliefs

conflict with CR; or provide no benefit to CR (Authors 2010a, b)

SD or DK to any belief

Control - CR reluctance or refusal: My family member/friend refuses/does not want to attend a day centre (Authors,

5 point scale; 1= A or SA; 2= D,

2010a, b).

SD or DK to any belief

Access: I don‟t know how to access services; or not available when I need them; or not close to where I live; or
waiting times are too long
Suitability – Can‟t provide for CR physical or behavioural needs (Authors, 2010a, b).
Normative: Family - Caregiving for CR is a personal duty; I feel morally bound to provide care (Kosloski,

4 point scale (SD to SA);1= A or

Montgomery and Youngbauer, 2001)

SA; 2= D, SD or DK

Government - The government should: provide more money for respite programs and services to assist carers; help

Total Family Beliefs (/8)

families care for persons at home (Montoro-Rodriguez, et al, 2003)

Total Govt beliefs (/8)

(CR = Care recipient; CG= Caregiver; SA = Strongly agree; A=Agree; D=Disagree; SD=Strongly disagree; *This item was coded in reverse (i.e. was 4= Strongly disagree;
3=Disagree; 2=Agree; 1=Strongly Disagree)
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Care recipients on average experienced a moderate degree of cognitive impairment
(M=19.7; SD 5.39) (Pearlin, Mullan et al. 1990). As such, the sample may to some
degree under-represent people with behavioural problems (Brodaty, Thomson et al.
2005) and may represent a group who are more independent with their ADLs than other
service users (AIHW 2006).

Univariate results
Overall, 22 caregivers (19.5%) indicated they were not currently utilising any in or outof-home services for respite. Specifically, in regards to the use of day centres, 50
caregivers (44.2%) were currently not utilising out-of-home day centre programs for
respite, despite 51 (45.1%) indicating an unmet need for the services. This is indicative
that both users and non-users of day care reported an unmet need for day centre
services. In regards to RRC, 68 (60.2%) reported they did not currently utilise RRC, and
66 (58.4%) indicated an unmet need for residential services. Once again, this indicates
that both users and non-users of residential reported an unmet need for services.

Differences between users and non-users of day centres
Results from univariate analysis for day care are presented in Tables 6.2 and 6.3. None
of the predisposing demographic variables (e.g. age, gender, language) were associated
with service non-use. Likewise, in regards to beliefs, neither beliefs about dementia
(stigma or treatment) nor normative beliefs (family or government) distinguished nonusers from users. In contrast, the beliefs that caregivers had about the target behaviour
(day centre use) significantly distinguished non-users from users of day centres for
respite. Caregivers agreed or strongly agreed with the following were more likely to be
non-users of day care: negative outcomes (or no positive outcomes) for the care
recipient would arise from the use of day centres (χ2 = 32.276, p<0.01); and that the care
recipient refused or was reluctant to attend (χ2 = 31.881, p<0.01). Those who disagreed
or did not know if there were access issues were also more likely to be non-users (χ2 =
9.966, p<0.01) made use of day centres difficult. Individual responses to beliefs about
access showed that the majority of non-users answered that they „did not know‟ whether
(rather than disagreed that) access issues made day centre use difficult. As such, it is
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likely that many of the non-users surveyed had not actually attempted to access day
centres.

In regards to personal and community resources, caregivers who did not have someone
to assist them to find services to help them in their caring role were more likely to be
2

non-users of day care centres for respite (χ = 9.813, p<0.01). In regards to need
factors, caregivers with lower scores on the depression screener were more likely to not
utilise day centres for respite (t= 2.286, p<0.05). However, no indicators of care
recipient need were significantly associated with day centre non-use.

Factors associated with not utilising RRC
Results from univariate analysis for RRC are presented in Tables 6.4 and 6.5. As for
day centres, neither predisposing demographic variables, nor caregiver health or
normative beliefs were significantly associated with non-use of RRC. However, care
2

recipient reluctance or refusal (not wanting to use a residential service) (χ = 2.789,
2

p<0.01) and Access Issues (χ = 5.151, p<0.05) were all associated with RRC non-use.
In contrast to the results for day centres, assistance to navigate (in addition to all other
enabling/impeding factors) was not significantly related to RRC non-use. Caregivers
with lower depression scores (t= 4.620, p<0.01), and lower burden scores (t=3.845,
p<0.01) were more likely to be non-users of RRC. Care recipient need was also
associated with non-use of RRC, with people caring for someone who required no
2

2

assistance with their ADLs (χ = 3.952, p<0.05) and less cognitively impaired (χ = 2.414, p<0.05) both more likely to be non-users or RRC.
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Table 6.2: Predisposing factors associated with self reported use of day centres
Predisposing

Factors

Total, n= 113

Non-Users, n=50

Users, n=63

p valuea

Demographics

CG Spouse, n (%)

65 (57.5%)

28 (56%)

37(58.7%)

0.77

CG Co-resident, Yes, n (%)

50 (44.2%)

35(70%)

52 (82.5%)

0.12

CG Ageb, M (SD)

66.36 (12.58)

66.3 (13.09)

66.41 (11.91)

0.96

CG Female, n (%)

73(64.6%)

31(62%)

42 (66.7%)

0.61

CG speaks English at home, n (%)

101(89.4%)

45(90%)

56 (11.1%)

0.19

CR Age, M (SD)

78.72 (8.63)

78.63 (9.11)

78.87 (7.95)

0.88

CR female, n (%)

63 (55.8%)

29 (58%)

34 (54%)

0.67

CR Speaks English, n (%)

102 (90.3%)

46 (92%)

56 (88.9%

0.58

Total dementia stigma, M (SD)

17.45 (3.52)

17.94 (3.78)

17.06 (3.27)

0.19

Total treatment effectiveness, M (SD)

13.57 (2.63)

13.28 (2.60)

13.80 (2.66)

0.30

49(43.4%)

37 (74%)

12(19%)

0.00*

CR refusal or reluctance makes use difficult, n (%)

46 (40.7%)

35 (76.1%)

11 (23.9%)

0.00*

Access issues makes use difficult, n (%)

48 (42.5%)

13 (26%)

35 (55.6%)

0.00*

Services can‟t meet CR behavioural or ADL needs

21 (18.6%)

14 (28%)

7 (11.1%

0.22

Normative belief s: Total family beliefs, M (SD)

6.78 (1.18)

6.72 (1.33)

6.83(1.06)

0.64

Total government beliefs, M (SD)

6.93 (1.04)

6.74 (1.16)

7.08 (0.91)

0.08

Health beliefs

Service beliefs

Behavioural belief, SA or Agree
Negative or no positive outcomes for CR, n (%)
Control belief, SA or Agree

a

p values refer to chi-square or t-test conducted to compare the groups; b Data are continuous and presented as means and standard deviations; ^^ Missing data (sample

size based on n=85); CG = Caregiver; CR = Care Recipient; SA = Strongly Agree; A=Agree; D=Disagree; SD = Strongly disagree; DK = Don‟t know
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Table 6.3: Enabling and need factors associated with self reported use of day centres for respite
Factors

Enabling Factors

Total, n= 113

Non-Users, n=50

Users, n=63

p valuea

Enabling

>=Technical or university level education, n (%)

77 (68.1%)

36 (72%)

41 (65.1%)

0.43

Income^^, <AU$29,999, n (%)

42 (37.2%)

17(42.5%)

25 (55.6%)

0.22

Informal support, No, n (%)

60 (53.1%)

30 (60.0%)

30 (47.6%)

0.19

Geographic location, Major City, n (%)

9 (52.2%)

28 (56.0%)

31 (49.2%)

0.47

Assist to find services (Navigate), No, n (%)

27 (23.9%)

19 (38%)

8 (12.7%)

0.00*

12.31(3.58)

12.32 (3.85)

12.31 (3.39)

0.10

CG CESD Depression Score , M (SD)

22.60 (6.5)

21.06 (6.15)

23.83 (6.57)

0.02*

CR, A little or a lot assist with ADLs, n (%)

87 (77%)

36 (72.0%)

51(81.0%)

0.26

CR, Pearlin Cognition Score , M (SD)

19.70 (5.40)

18.68(5.36)

20.52 (5.32)

0.07

CR, Occasional/Frequent behavioural problems, n (%)

64 (56.6%)

35 (51.5%)

29 (64.4%)

0.17

Wander, Yes, n (%)

25 (22.1%)

12 (17.6%)

13 (28.9%)

0.16

Need

b,

CG Zarit Burden Score M (SD)
b

b

a

b

p values refer to chi-square or t-test conducted to compare the groups; Data are continuous and presented as means and standard deviations; ^^ Missing data (sample

size based on n=85); CG = Caregiver; CR = Care Recipient; SA = Strongly Agree; A=Agree; D=Disagree; SD = Strongly disagree; DK = Don‟t know
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Table 6.4: Predisposing factors associated with self reported use of residential services for respite
Predisposing

Demographics

Factors

Non-Users

Users

n= 113

n=68

n=45

CG Spousal, n (%)

65 (57.5%)

37 (54.4%)

28 (62.2%)

0.41

CG Co-resident, Yes, n (%)

87 (77%)

49 (72.1%)

38 (84.4%)

0.13

CG Ageb, M (SD)

66.36 (12.60)

66.51 (13.09)

66.13(11.91)

0.88

CG Female, n (%) Gender

73 (64.6%)

46 (67.6%)

27 (60%)

0.41

CG Speaks English at home, n (%) Language

102 (90.3%)

61 (89.7%)

41 (91.1%)

0.81

CR Age , M (SD)

78.72 (8.63)

78.63 (9.11)

78.87 (7.95)

0.88

CR Female, n (%) Gender

63 (55.6%)

40 (58.8%)

23 (51.1%)

CR Speaks English at home, n (%)

101(89.4%)

61 (89.7%)

40 (88.9%)

0.89

Total dementia stigma, M(SD)

17.45 (3.52)

17.57 (3.67)

17.27 (3.29)

0.65

Total treatment effectiveness, M (SD)

13.57 (2.63)

13.77 (2.55)

13.24 (2.75)

0.29

66 (58.4%)

43 (63.2%)

23 (51.1%)

0.20

CR refusal or reluctance makes use difficult, n (%)

66 (58.4%)

44 (64.7%)

22 (48.9%)

0.01*

Access issues makes use difficult, n (%)

53 (46.9%)

26 (49.1%)

27 (60%)

0.01*

Cannot meet CR behavioural or ADL needs, n (%)

10 (8.9%)

5 (7.4%)

5 (11.1%)

0.50

Normative beliefs: Total family beliefs, M (SD)

6.78 (1.18)

6.76 (1.24)

6.80 (1.42) 7.07 (1.05)

0.88

Total government beliefs, M (SD)

6.93 (1.04)

6.84 (1.02)

b

Health beliefs

Service beliefs

p valuea

Total,

Behavioural belief, SA or A
Negative or no positive outcomes, n (%)
Control beliefs, SA or A

a

b

0.25

p values refer to chi-square or t-test conducted to compare the groups; Data are continuous and presented as means and standard deviations; ^^ Missing data (sample

size based on n=85); CG = Caregiver; CR = Care Recipient
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Table 6.5: Enabling and need factors associated with self reported use of residential services for respite
Enabling factors

Total, n= 113

Non-Users n=68

Users, n=45

p valuea

Education, >= Technical or university, n (%)

77 (68.1%)

45 (66.2%)

32 (71.1%)

0.58

Income^^, AU<$29,999, N (%)

42 (49.4%)

21 (43.8%)

21 (56.8%)

0.23

Informal support, No, n (%)

60 (53.1%)

37 (54.4%)

23 (51.1%)

0.73

Geographic location major city

59 (52.2%)

35 (51.5%)

24 (53.3%)

0.85

Assist to find services, No n (%)

27 (23.9%)

19 (27.9%)

8 (17.8%)

0.22

12.31(3.58)

11.32 (13.82)

13.69( 2.87)

< 0.01*

CG CESD Depression , M (SD)

22.60 (6.5)

20.49 (6.15)

25.80 (5.72)

< 0.01*

CR, A little or a lot assist ADLs, n (%)

87 (86.7%)

48 (70.6%)

39(86.7%)

0.05*

CR Pearlin Cognitive Score , M (SD)

19.70 (5.40)

18.73 (5.06)

21.18 (5.60)

0.02*

CR, Occasional or frequent behavioural problems

64 (56.6%)

35 (51.5%)

29 (64.4%)

0.17

Wander, Yes, n (%)

25 (22.1%)

12 (17.6%)

13 (28.9%)

0.16

Need factors
Caregiver Zarit Burdenb, M (SD)
b

b

CG = Caregiver; CR = Care Recipient
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Multivariate results
From the univariate analyses, variables which were significant to either day care or
RRC non-use analyses were included in the regression model as independent variables.
Factors associated with non-use of day care services
The regression model for factors influencing non-use of day care centres for respite
indicates that the beliefs that caregivers had about the use of day care centres were the
most significant factors associated with non-use (see Table 6.6). Caregivers who agreed
that use of day centres may have negative (or no positive) outcomes for the care
recipient were more likely to not utilise day centres for respite (OR 13.11; 95% CI
[3.75, 45.89]). Likewise, caregivers who were in agreement that the care recipient was
reluctant or refused to attend a day centre were significantly more likely to be non-users
(OR = 12.11; 95% CI [3.52, 41.64]). In regards to access, caregivers who did not utilise
respite services were more likely to disagree or to answer that they „did not know‟ if
access issues made day care use difficult (OR 0.21; 95% CI [0.06 to 0.78]). Caregivers
who had lower depression scores (OR 0.83; 95% CI [0.72 to 0.96]) were more likely to
not utilise day centres for respite. Overall, Nagelkerke‟s R2 (0.669) indicates that the
model accounted for two thirds of the variance of non-use of day centres for respite.

The results confirm the first two study hypotheses, that is, that negative behavioural and
control beliefs are associated with the non-use of day centres for respite. However,
Hypothesis 3 cannot be supported, as there was no significant relationship between
family or government beliefs and service non-use. The results also confirm the fourth
hypothesis, that the service beliefs of dementia caregivers are more strongly related to
their day care service use behaviours than their beliefs about dementia.

Factors associated with non-use of residential respite services
The regression model ( see Table 6.6) indicates that, as for day care, caregivers who
agreed that service use was associated with negative (or no positive outcomes) for the
care recipient (OR 6.13; 95% CI [2.02,18.70]) were the most likely to not utilise RRC.
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Table 6.6: Binary logistic regression model predicting self reported day care and
residential service non-use for respite
Factors

Day care non-use

Residential non-use

OR

OR

95%CI

95%CI

CR Refusal/Reluctance

12.11* 3.52-41.64

1.512

0.53-4.30

CG Expects negative outcomes

13.11* 3.75-45.89

6.15*

2.02-18.70

CG Access beliefs

0.21*

0.06-0.78

1.18

0.44-3.17

Assistance to navigate

0.26

0.06-1.13

0.67

0.22-2.07

CG Depression (CESD)

0.83*

0.72- 0.96

0.97*

0.83-0.99

CG Zarit Burden

1.16

0.93 -1.50

0.85*

0.72-1.00

CR ADL

1.16

0.25-5.45

1.68

0.45-6.35

CR Cognition

0.99

0.87-1.13

1.06

0.97-1.16

CG = Caregiver; CR = Care Recipient

This result confirms Hypothesis 5, that negative behavioural beliefs will be associated
with RRC non-use. The evaluated needs of caregiver are also likely to play a significant
role in determining which caregivers utilise residential services. Caregivers with lower
depression scores (OR 0.97; 95% CI [0.83, 0.99) and lower burden scores (OR 0.85;
95% CI [0.72, 1.00]) were more likely to not utilise residential respite services. In the
multivariate analysis, indicators of caregiver need were no longer significantly
associated with non-use of RRC. Overall, factors within the model accounted for 42%
of the variance in non-use of residential respite care (R2 = 0.42).

Control beliefs did not significantly distinguish non-users from users of residential
respite services in the multivariate analysis, and as such Hypothesis 6 is not supported
for residential services. However, it is interesting to note that this was because a high
proportion of both non-users (64.9%) and users (48.9%) agreed or strongly agreed that
CR refusal/reluctance made RRC use difficult. Hypothesis 7 is also not supported, as
neither normative beliefs (family or government) were significant. Results also confirm
Hypothesis 8 (that the service beliefs of dementia caregivers are more strongly related
to their RRC service use behaviours than their beliefs about dementia).
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6.2

Discussion

To our knowledge, this is the first quantitative study to compare the role of different
kinds of caregiver beliefs within an expanded Andersen model, and to investigate how
they may predispose caregivers to the non-use of out-of-home respite services.
Developing an understanding of factors which make service use difficult is important to
address low respite utilisation rates in this vulnerable group. Whilst rates of non-use in
this study were lower than in previous studies in Australia (Brodaty et al, 2005; AIHW
2010) and the United States (Lawton, Brody et al. 1989; Montgomery and Borgatta
1989; Cox 1997), results confirm that a significant proportion do not utilise day centres
or residential services for respite, despite reporting an unmet need for both.

Negative service beliefs are the strongest correlates with the non-use of out-ofhome respite services
Almost half of the caregivers indicated that the person they cared for did not use a day
care centre and almost two thirds did not use RRC to provide them (the caregiver) with
respite. The inclusion of service beliefs within an expanded Andersen framework
created a model that accounted for 66.9% and 42% of the variance in non-use of day
centres and RRC respectively. For day care, this is higher than, and for RRC equivalent
to, previous applications of the Andersen model to human service use by caregivers of
people with dementia (Toseland, McCallion et al. 2002) and suggests that the inclusion
of service beliefs may improve the model. Negative behavioural beliefs were more
strongly associated with day centre and RRC non-use than health or family beliefs and
greater than enabling and need variables. The latter was unexpected, and suggests that
addressing the negative beliefs of caregivers is of primary importance to targeting both
day centre and RRC non-use in this population.

The behavioural belief that day centre or RRC use would result in either negative
outcomes (functional or affective deterioration) or no positive outcomes for the care
recipient was the most significant factor associated with non-use. Respite services for
caregivers are currently promoted as services that address caregivers‟ needs for a break
(e.g. NHS 2006; Carlson, Abbey et al. 2009). However, this study highlights that if
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caregivers believe that service use will result in negative outcomes for the care recipient
they are less likely to use them, even if they acknowledge a need for respite. This may
mean that the promotion of day centres and RRC could be improved by highlighting
positive outcomes for care recipients, as well as for caregivers. For example, messages
that day care programs can meet care recipient needs for mental and social stimulation
(Phillipson and Jones, 2012) or that use may help carers continue in their role for longer
(Eagar, Owen et al. 2007) could be promoted.

However, it is likely that in finding ways to engage carers in using services, fears about
negative outcomes (particularly for RRC use) may indicate deeper concerns about
service quality (Phillipson and Jones, 2011). For example, complaints of inadequate
staff-to-patient ratios and an inability to provide personalised care are common amongst
staff and users of residential aged care facilities (Witt, Chenoweth et al. 2004), who
remain the dominant providers of RRC in Australia. As such, addressing concerns is
likely to necessitate service improvements, not just a simple re-framing of respite
promotional messages.

Agreement that care recipients were reluctant (or refused) to use day care (control
belief) was the next most significant factor associated with day centre non-use. This
highlights a need to improve understanding of the preferences of people with dementia
in regards to what could make day centre use more attractive. To this end, qualitative
research to identify program features from both a caregiver and care recipient
perspective would be useful. The role of informal and formal support for caregivers in
mediating day care use should also be further investigated , particularly in regards to the
way the timing of such support may impact on service use (Cotrell and Engel, 1998).

The association between care recipient refusal and service non-use may also indicate a
need for greater formal support to facilitate use. Research which identifies successful
strategies to facilitate a transition from non-use to use (when care recipient reluctance is
a significant barrier) may also be valuable.
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Caregivers who scored lower on a depression screener were also more likely to not
utilise day care centres or RRC, and lower burden scores were also associated with nonuse of RRC. Non-use of RRC was also associated with less care recipient need (with
non-users more likely to require no assistance with ADLs and to be less cognitively
impaired). These results are consistent with previous research that caregivers will delay
day care (Gottlieb and Johnson 2000) and RRC use (AIHW 2009) until later in the
caring trajectory. Indeed, for RRC, some caregivers view use as a „last resort‟ and will
delay use until as late as possible or utilise it as a stepping stone to permanent
institutional care (Authors 2010). Once again, it is possible that if the utility of services
could be promoted for people with dementia, as well as for caregivers, then earlier
service use may be achieved. However, further research examining the factors that may
influence earlier utilisation of programs would also be beneficial.

Negative service beliefs may also influence respite service use outcomes
It is worth noting that almost half of caregivers who were users of RRC agreed that:
outcomes associated with use were likely to be negative for the care recipient; the CR
refused or was reluctant to use services; and that access issues made the use of RRC
difficult. This indicates that despite negative beliefs, some caregivers still utilised RRC,
perhaps as part of a last ditch effort to prevent the care recipient being permanently
institutionalised (Phillipson and Jones, 2011).

Whilst service beliefs may not always distinguish users from non-users, they may still
influence service use outcomes. For example, if RRC use occurs despite fears of
negative outcomes, it would seem unlikely the caregiver will experience significant
„relief‟ from the service provision. This is consistent with previous research that found
that carers who were relatively frequent users of respite services still reported „unmet
need‟ for „respite‟ due to, among other things, services not meeting their individual
needs (Clark, Bond et al. 1995). Therefore, unmet need for „respite‟ may not be
exclusively associated with not using services. Indeed, use of services, which may
provide the caregiver with additional time, is unlikely to provide true „respite‟ if the
caregiver is unhappy with service arrangements or quality.
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Limitations
There were some limitations of the present study that warrant discussion. This study
was based on a small convenience sample of caregivers who had made contact with
health and social services. As such, the study may not represent the needs of caregivers
who were yet to actively seek support or information. Presumably rates of non-use in
this latter group are even higher. Furthermore, the study may not adequately represent
the factors influencing the service non-use of caregivers from CALD backgrounds,
Aboriginal and Torres Strait Islander communities, nor those from rural or remote
geographical regions. The income variable also had large non-completion rate and,
although included to ensure the comprehensive nature of the modelling, may actually
contain some bias.

Future studies should aim to recruit a random community sample, stratified to represent
the possible unique target groups within caregiver populations, particularly as previous
studies have demonstrated that ethnicity (Kosloski, Schaefer et al. 2002), low income or
living in area of low population (Montoro-Rodriguez, Kosloski et al. 2003) may be
significant to the access of some services. The survey was also cross-sectional in nature,
and as such longitudinal research would be useful to establish causative relationships, to
improve understanding of the factors that move caregivers and care recipients from nonuse to the use of day and RRC and to inform future interventions to support earlier and
more acceptable service use for both caregiver and care recipient.

In relation to service beliefs, previous applications of behavioural theory suggest the
importance of specifying particular beliefs in designing interventions to facilitate
behaviour change (Montano and Kasprzyk 2002; Fishbein 2008). In this study,
however, the small sample size necessitated the need to create dichotomous service
belief variables which combined responses to a number of specific belief statements. As
such, future research with larger samples would also be beneficial to allow for greater
discrimination between caregiver beliefs, which in turn would be likely to enable the
better targeting of interventions.
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6.3

Conclusion

This study utilised an expanded Andersen „Behavioral Model of Service Use‟
(Andersen and Newman 1973; Andersen 1995) to identify a range of factors that may be
associated with caregivers not utilising out-of-home services to provide them with
respite. Results suggest that future use of the Andersen Model may be improved by
including the predisposing influence of service beliefs. For both day centres and RRC,
there is a need to address caregivers‟ beliefs that service use will be associated with
negative outcomes for the care recipient. Overcoming care recipient reluctance to utilise
services also appears important, particularly to day centre use. Addressing caregiver
beliefs may involve re-framing the promotion of respite services, and promoting the
positive aspects for care recipients as well as caregivers. However, negative beliefs may
relate to out-of-home services not meeting the needs of either caregivers or care
recipients. As such, this study highlights a need for research with people with dementia
in regards to their service preferences, research to inform interventions to improve
uptake of services, and studies which can provide evidence that out-of-home respite
service use can be engaged in without negative outcomes resulting for the care recipient.
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7 : TAKING A CONSUMER DRIVEN APPROACH TO SUPPORT
THE USE OF RESIDENTIAL RESPITE SERVICES
BY CAREGIVERS OF PEOPLE WITH DEMENTIA
7.1

Introduction to Chapter

This chapter presents a journal article that that was written by the candidate with coauthor Professor Sandra Jones and prepared for submission to the Journal of Applied
Gerontology:

Phillipson, L. and S. Jones (under review). "Taking a consumer driven approach to
support residential respite service use by caregivers of people with dementia."
Journal of Applied Gerontology.

The chapter completes the thesis by synthesising the results from the literature review
(Chapter 2), the qualitative paper regarding RRC (Chapter 5), the quantitative study
(Chapter 6), and a broader review of the grey and academic literature. The objective is
to assist practitioners to apply current evidence to support the use of one respite
product: Residential Respite Care (RRC). This is in recognition of the previous limited
research in regards to factors influencing why caregivers do not utilise RRC (Phillipson
and Jones 2009); the significant costs associated with the provision of RRC (DOHA
2008); and, as well, the complex issues faced in translating research into practice in
supporting people with dementia and their caregivers (Draper, Vickland et al. 2009). To
achieve this, the paper utilises a social marketing framework (Angelou 2010) to
highlight the domains within which current research could be translated to address RRC
service under-utilisation in this vulnerable group.

7.2

Abstract

Transferring research into practice to improve support for people with dementia and
their family caregivers is a complex task. In dementia care, there is a paramount need
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for frameworks and guidance to assist practitioners in this undertaking. In recognition of
this, this paper examines the utility of a consumer centred (social marketing) framework
to address the underutilisation of residential respite care services among this vulnerable
group. The paper synthesises results from the academic and grey literature, utilising the
social marketing framework to highlight the need for strategies which can integrate a
response to the informational, attitudinal and service development needs of caregivers
who currently do not access RRC services across the care continuum.

Keywords: Translational, dementia, caregivers, respite, social marketing

7.3

Background

The gap that exists in regards to translating research knowledge to improve support for
people with dementia and their family caregivers has been widely acknowledged
(Kümpers, Mur et al. 2006; Doyle 2009) . This gap is in part due to a paucity of
research regarding effective knowledge transfer strategies in dementia care, as well as
the need for practitioners to be provided with practical frameworks and „know-how‟ to
assist with them in the translation process (Draper, Vickland et al. 2009). It is essential
that researchers respond not only to the challenge of disseminating research findings
(Draper, Vickland et al. 2009) but also to identifying evidence-based frameworks that
may support the application of research by practitioners and policymakers.

In dementia care, one area requiring improved practice is the engagement of caregivers
in the use of different types of respite services (Brodaty, Thomson et al. 2005; Bruen
and Howe 2009; Phillipson and Jones 2009; Phillipson and Jones 2011a; Phillipson and
Jones 2011b; Phillipson and Jones 2012). In recognition of this gap, this paper applies a
translational „social marketing‟ framework (Angelou 2010) to highlight strategies which
may address service under-utilisation in this vulnerable group.

Dementia, caregiving and residential respite service use
Dementia is a progressive, disabling neurological syndrome which leads to profound
physical and cognitive deficits (Sauvaget, Yamada et al. 2002). The main risk factor for
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dementia is increasing age and, due to the demographic ageing of the population, the
number of people living with dementia worldwide will double every 20 years to reach
81.1 million by 2040 (Ferri, Prince et al. 2005). While many people with dementia
require institutional care, having a co-resident caregiver increases the likelihood that
people will be able to remain living at home (Banerjee, Murray et al. 2003). Caring for a
family member with dementia can have positive aspects (Peacock, Forbes et al. 2010).
However, caregiving has also been associated with stress and physical disability (Bruce,
Paley et al. 2005) and can be more stressful than caring for an older person without
dementia, particularly if the caregiver feels trapped (Bertrand, Fredman et al. 2006).

Formal services can assist informal caregivers in the challenging role of caring for
someone with dementia by providing them with a break or „respite‟. Respite is a term
utilised to describe services that may provide direct care to the person with dementia,
but have as their primary goal the provision of relief for the carer from their caregiving
responsibilities (Montgomery and Rowe 2007). Services that can provide respite are
varied and can be delivered in a range of settings, including in-home, out-of-home
settings such as day centres, and care for longer periods in residential settings (AIHW
2006; NHS 2006; Montgomery and Rowe 2007). The focus of this paper, however, is
on highlighting practical ways for service providers to address factors that influence
caregivers‟ use of Residential Respite Care (RRC). RRC services are accommodation
and care services provided for a continuous period of days or weeks. They are provided
in an out-of-home setting, usually an institutional care setting (e.g. nursing home),
which also accommodates permanent residents (Hegeman 1988; DOHA 2008). Less
commonly, RRC are also provided in alternative settings such as group homes, cottages
and „holiday options‟ models (Aged and Community Care Division 1996; Montgomery
and Rowe 2007; DOHA 2011).

Evidence supporting the efficacy of respite programs is not robust (Lee and Cameron
2004), but RRC is still promoted as being useful for caregivers of people with dementia
on a planned or emergency basis to help with stress (Carlson, Abbey et al. 2009). This
may occur through services having a protective effect, perhaps through building
capacity, resilience, and self-worth or enhancing support (Sorensen, Pinquart et al.
185

2002). There is also a growing consensus that the use of formal support services such as
respite can help carers of people with dementia to continue in their role for longer
(Eagar, Owen et al. 2007; Parker,Mills et al. 2008), resulting in positive outcomes for
people with dementia (Mittleman 2006), their caregivers and governments - who all
express a preference for older to remain living in the community as they age (DOHA
2006; Runge, Gilham et al. 2009). However, despite the probable utility of RRC,
utilisation of services by caregivers of people with dementia tends to be low (Cox 1997;
Douglass and Fox 1999; AIHW 2009; Donath, Winkler et al. 2009).

Given the significant costs associated with the provision of RRC (DOHA 2008), and the
apparent underutilisation, program planners and service providers need a sound
understanding of how to apply current evidence, particularly regarding the consumer
perspective, to address barriers to RRC use.

7.4

Social Marketing: A framework to support knowledge translation

In response to the call for judicious selection of knowledge translation frameworks in
dementia care (Draper, Vickland et al. 2009), this paper seeks to illustrate the potential
utility of a social marketing approach to support RRC service utilisation in caregivers of
people with dementia. Social marketing is a framework which takes a consumer centred
approach to supporting attitudinal and behaviour change at a group or community level
(Angelou 2010). Therefore, it may have utility in translating the range of consumer
evidence into pathways which support people with dementia and their caregivers in the
community.

Importantly, the social marketing framework has been selected because the
fundamentals of the approach are inclusive of the service characteristics that have been
highlighted in previous research by the practice-oriented model (Montoro-Rodriguez,
Kosloski et al. 2003). It also addresses the demographic and attitudinal factors which
influence caregivers‟ service use behaviours (Kosloski and Montgomery 1993;
Phillipson, Magee et al. under review). Service utilisation studies with dementia
caregivers have found consumer attitudes and beliefs about respite services to be more
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powerful in predicting respite utilisation behaviours than either caregiver or care
recipient need (Kosloski and Montgomery 1993; Phillipson, Magee et al. under review).
Others have also highlighted that gaining a consumer perspective is central to
understanding how to increase the utilisation of respite programs (Montoro-Rodriguez,
Kosloski et al. 2003).

As a framework, social marketing dictates that a thorough, well-researched
understanding of the target market - specifically their knowledge, attitudes and
behaviours is essential to supporting any desired behaviour change (Andreason 1995;
Kotler, Roberto et al. 2002). Social marketing is designed to positively alter behaviours
and incorporates a number of core, interconnected concepts including: customer
orientation, the use of market research, audience segmentation, and the aim of a
mutually beneficial exchange (French and Blair-Stevens 2010). The social marketing
framework also identifies why services may be underused, which is particularly
important in cases (such as publically funded respite services) where a large range of
services already exist, making it more economical to improve existing services rather
than to develop new alternatives (Grier and Bryant 2005; Angelou 2010).

The following section follows the principles of a social marketing approach and
synthesises the results from research with consumers (caregivers) within the academic
and grey literature. Rather than focus only on evidence traditionally used in clinical
practice guidelines, for which there is little in this area (Phillipson and Jones, 2009), this
paper is inclusive of a mixed literature, providing „knowledge support‟ for policy
development (Mays, Pope et al. 2005), and overcoming the narrow focus that evidence
from randomised control can sometimes bring (Aldrich, Kemp et al. 2003). This is
important to ensure an examination of all factors that may influence the use of health
and social services (Aldrich et al. 2003) and in recognition of the value of research
which utilises a mix of methods to generate a holistic view of the experience of living
with dementia (Robinson, Emden et al. 2011).

According to the essentials of the social marketing framework, results emphasise for
practitioners how fundamental elements can be integrated to design strategies within
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social marketing initiatives that will result in a mutually beneficial exchange (Grier and
Bryant 2005).

Identifying potential segments within the caregiver population more prone to
service non-use
Segmentation strategies have been seen as essential to developing effective behaviour
change interventions and are grounded in an understanding that: „differences in subgroups exist, the differences occur on a variety of dimensions, (and) different strategies
and approaches may be necessary to reach, communicate with, or motivate different
sub-groups‟ (Donovan and Henley 2003, p. 211 ). Populations can be segmented on the
basis of demographic, geographic, psychographic or behavioural division, singly or in
combination, in order to create smaller, better defined groups that should respond
similarly to program strategies (Kotler et al. 2002). The identification and targeting of
caregivers with particular demographic and attitudinal characteristics that predispose
them to non-use (or underuse) of RRC services is therefore likely to be useful in
informing programs to support residential respite service utilisation.

The clearest segment within the caregiver target market is a behavioural one (i.e. users
vs. non users) (Phillipson and Jones 2009; Phillipson and Jones 2011b; Phillipson,
Magee et al. under review). Some researchers have also identified a third segment,
„stoppers‟(Cox 1997; Montgomery and Rowe 2007) or „brief users‟ (Zarit, Stephens et
al. 1999) (i.e. those that start use and subsequently drop out of use). This segment,
however, in the case of RRC, may need to be more clearly defined, as all „users‟ are
actually „stoppers‟ (due to the defined beginning and end to a short term RRC stay). As
such, it may be more relevant when defining behavioural sub-segments within RRC
users to identify groups as „repeat users‟ or „one-off users‟. Interestingly, these latter
segments, may also represent distinct attitudinal segments, who have divergent goals for
RRC use (see section below regarding the „core products‟ of RRC) which may or may
not be achieved via „one-off‟ use (Phillipson and Jones 2011b).
Within the „non-user‟ behavioural segment, certain demographic segments, such as
those from non-English speaking backgrounds, are more likely to be non-users (AIHW
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2009; Low, Anstey et al. 2011). Similarly, psychographic variables, such as the
presence of behavioural problems in the care recipient, may also create a sub-group of
non-users (Douglass and Fox 1999) who face distinct barriers to access and repeated use
(Phillipson and Jones 2011b). Attitudinal segments also exist, since there are non-users
more likely to associate negative outcomes with RRC use than users (Phillipson, Magee
et al. under review). There is also a segment of non-users who perceive future utility in
RRC use (Phillipson and Jones 2011b).
The consideration of people‟s beliefs is critical to informing targeted programs to
effectively address attitudinal components that may be acting as barriers to engagement
and behaviour change (Maibach, Rothschild et al. 2002). Interestingly, there is some
evidence that some of the barriers for caregivers from culturally and linguistically
diverse backgrounds may also be well addressed by targeting beliefs (about caregiving),
with particular ethnic groups more influenced by perceptions of responsibility and role
and obligation to family (Kosloski and Montgomery 1993; Kosloski, Schaefer et al.
2002).

In taking a consumer orientation, a focus on caregiver beliefs and possible attitudinal
segments underpins the intervention strategies proposed within the „marketing mix‟
described below. In saying this, the consumer evidence concerning „how‟ to rectify nonuse of RRC in caregivers is limited. As such, within the „marketing mix‟ which defines
the strategies, options for segmentation of the caregiver target market are highlighted
where possible, with an emphasis on factors which may improve the nature of the
exchange (RRC service use) from the perspective of the caregiver.

The 4 Ps of Residential Respite (RRC) for caregivers of people with dementia
The 4Ps (Product, Price, Place and Promotion), commonly referred to as the „marketing
mix‟, have been adopted by social marketing from commercial marketing and are the
four primary concepts for defining strategies within social marketing initiatives
(Angelou 2010). These concepts together provide a framework to assist practitioners to
integrate the service improvements and promotional activities that will be required to
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support the desired behaviour change in the target audience: the use of RRC by
caregivers of people with dementia.
Understanding the RRC „Product‟ from a caregivers perspective
In social marketing, „product‟ refers to the desired behaviour (actual product), and the
set of benefits associated with the desired behaviour (core product) (Kotler, Roberto et
al. 2002). In this case, RRC service use is the desired behaviour (actual product), while
the benefits that caregivers could accrue from RRC service use are the „core products‟.
Finally, there is also the „augmented product‟, the features that encourage uptake of an
actual product or service, in this case those things that will support caregivers in their
use of RRC services. Table 7.1 highlights the three „types‟ of products and their
application to RRC.

The RRC „core product‟
As a starting point, it is important to distinguish that „respite‟ (the break) is actually a
„core product‟ (i.e. a benefit or outcome that could result from the use of services) rather
than a service „type‟. However, users of RRC have also identified other important „core
products‟ of RRC: the delaying of the permanent institutionalisation of the person with
dementia (a by-product of the receipt of caregiver respite); and, distinctly, as a „stepping
stone‟ to facilitate a transition for the care recipient into permanent institutional care
(Phillipson and Jones 2011b). A third core product, „substitute emergency care‟ also
includes those who anticipate possible future benefit if they themselves are
incapacitated and unable to care for their family member. In two of the cases, caregivers
position the utility of RRC towards the end of the caring trajectory, and the third, at a
yet to be determined time (but still beyond the present). Distinguishing the beliefs of
users is important as the distinct goals of these segments (delaying vs. facilitating
placement or „emergency substitute care‟) are likely to require different responses from
service providers to meet caregiver and care recipient needs (see further discussion
under „augmented product‟).
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The RRC „actual product‟
The „actual product‟ of RRC is currently delivered in two main types of settings, usually
classified on the basis of the location in which care is provided to the person with
dementia. Although RRC is temporary, for older people it is predominantly provided in
an institutional care setting (e.g., nursing home), which also accommodates permanent
residents (Hegeman 1988; DOHA 2008). Recently, opportunities for residential respite
stays in cottage or „home-like‟ environments which do not also house permanent
residents have become available in some locations. Whilst preferred by some consumers
(Aged and Community Care Division 1996), many of these „community models‟ have
been funded only as demonstration or pilot projects, and traditional modes in
institutional settings designed for long term care continue to dominate provision
(DOHA 2011).

Within the non-service using cohort, there is a significant segment of caregivers who
associate negative outcomes with RRC use (Phillipson, Magee et al. under review).
These include the affective or functional deterioration of the care recipient, and
disruption to home based care routines that will make caring more difficult after the
respite period (Phillipson and Jones 2011b). The goal for caregivers with these beliefs
has been to avoid RRC use (Phillipson and Jones 2011b). These negative beliefs likely
reflect deep concerns about service quality and highlight the need for considerable
improvement to the „actual product‟ of RRC to meet consumer needs (Bruen and Howe
2009; Phillipson and Jones 2011b).
An improved RRC „actual‟ product would address perceived inadequacies in staff-topatient ratios in facilities and improve the capacity of RRC providers to provide
personalised care (Witt, Chenoweth et al. 2004; Bruen and Howe 2009) and the
imperative to provide flexibility of access which is responsive to the dynamic needs of
caregivers and care recipients (Arksey, Jackson et al. 2005; Bruen and Howe 2009).
This would appear particularly important for that segment of users who require access
for „emergency substitute care‟. Governments could also respond to caregiver concerns
by only funding respite stays in those facilities which adhere to national quality
standards for care provision and staff training specifically in relation to dementia care
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(Bruen and Howe 2009). Such consistency in service delivery across facilities is
required if RRC is to improve its distinctively negative „brand‟ as a caregivers‟ „last
resort‟ (Phillipson and Jones 2011b).

Promoting and consistently funding alternative models of RRC such as respite cottages
(which do not also accommodate permanent residents) across all geographic areas may
also be more acceptable to some caregivers (Aged and Community Care Division 1996;
Phillipson and Jones 2011b). Due to the significant perceived deficits in the dominant
RRC product (delivered by the Residential Aged Care Sector), Alzheimer‟s advocacy
groups (Bruen and Howe 2009) have out of desperation called for the immediate redirection of funds out of RRC, into new consumer brokered services that may be better
able to meet consumer needs.

The RRC „Augmented‟ product
Further improvements should also be made to improve the „augmented products‟ of
RRC which facilitate service use, such as processes to facilitate better placement of care
recipients to match specific needs, especially those with behavioural problems and/or a
propensity to wandering (Phillipson and Jones 2011b).

For some caregivers and care recipients, the use of RRC may require a preparative
phase, not just assessment and referral as is the current practice within community care
pathways (Phillipson and Jones 2011b). Such an additional service could provide
opportunities for caregivers and care recipients to develop a relationship and rapport
with staff in facilities that provide RRC prior to respite placement. Augmented services
should also allow for a greater inclusion of caregivers in a „settling in‟ process to
address caregiver concerns regarding disruption to the care recipient‟s routines
(Phillipson and Jones 2011b).

As already discussed, it is essential that service providers clarify with caregivers their
goals for RRC use as divergent goals (e.g. delaying vs. facilitating) are likely to require
different augmented products to meet caregiver needs. For example, caregivers using
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RRC as a strategy to extend caregiving longevity may require support to maximise the
benefits of that break. Given the significant stresses associated with caring for someone
with dementia, service providers should be mindful of the needs of some caregivers to
access psychological interventions in tandem with the respite stay (Carlson, Abbey et al.
2009). However, in the case where the goal of RRC use is actually to facilitate a
positive transition to permanent care, augmented products could consider ways to
provide opportunities for families and the care recipient to establish a relationship with
a facility, rather than relatives being encouraged to stay away and have a break. Goal
clarification should also change the relationship of the facility to the person with
dementia, with encouragement to staff to approach the care recipient not as a visitor, but
as a possible future resident. Finally, and distinctly, „emergency substitute care‟ is likely
to require „augmented products‟ which facilitate a type of „rapid response‟ or „fasttrack‟ assessment and response, perhaps, in the case of caregiver sudden illness, in the
absence of their direct participation. The „augmented product‟ or services required to
support this „pathway‟ into RRC is distinctly different from the others described.
Beyond goals for use, a lack of perceived control on the caregiver‟s part to confront care
recipient reluctance may indicate a need (particularly those caring for people with
behavioural problems) for an „augmented product‟ which includes skill-building and
training for the caregiver to facilitate a transition into RRC use (Phillipson and Jones
2011b). „Post RRC support‟ in the home following a period of residential respite may
also assist in minimising the impact of disruptions that may occur subsequent to the use
of RRC.

Whilst these strategies make implicit sense, the efficacy of these types of augmented
products to facilitate RRC use has not been assessed. As such, further research is
required to develop a better understanding of how such supportive actions may assist
people with dementia and their caregivers to utilise RRC with less disruption, fewer
negative outcomes, and hopefully also to achieve their desired positive outcomes.
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Table 7.1: The three types of „products‟ associated with RRC
RRC Product (s)

Strategies Targeting Caregivers of people with
dementia

Core products: Benefits obtained by the caregivers
using a RRC service

Actual products: Goods and services
offered/promoted and any special features to
deliver the core product

-

Substitute care in an emergency
„Respite‟ from caregiving responsibilities
Increased caregiving longevity
A „stepping stone‟ to better permanent
placement
- Residential services in aged care homes
- Community house or cottage style
accommodation
Other „new products‟ e.g. holiday respite
Features:
-

Augmented products: The features that may
encourage and support uptake of the actual product

-

or service
-

Quality („accredited‟ facilities; adequate staff
to patient ratios; provision of personalised
care; flexible to meet needs and timeframes)
Pre RRC assessment and clarification of CG*
goals for RRC use
„Rapid response‟ pathways for „substitute
emergency care‟
Matching RRC placement to of CR* needs
Opportunities to build a „relationship‟ with the
respite facility/staff
„Settling-in‟ time
CG* support during respite (e.g.
psychological services)
Post RRC monitoring and support in the
home

CG* = caregiver; CR* = care recipient

Price
Price is the customers‟ perceived costs or sacrifice exchanged for the promised benefits
(Grier and Bryant 2005). Costs can be monetary, but may also include non-monetary
factors such as physical or psychological costs (Angelou 2010). In this context, price
refers to the costs or negatives outcomes that caregivers of people with dementia may
associate with the use of RRC, in exchange for the promised benefits which, as already
highlighted, include but are not exclusively associated with caregiver respite.

The RRC price
Currently, caregivers position RRC as a last resort, with use occurring, if at all, towards
the end of the caring trajectory, when caregivers are experiencing higher levels of
depression and burden (Phillipson, Magee et al. under review). This may in part relate
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to the financial costs associated with RRC use, with evidence that use could be made
more attractive to caregivers by reducing the monetary costs to consumers (Bruen and
Howe 2009). The utility of a „case management and financial subsidy‟ intervention to
improve the use of out-of-home (day) respite services in low income groups
(Newcomer, Spitalny et al. 1999) also highlights that addressing financial barriers can
improve the service uptake of other respite products.

However, of primary concern to caregivers of people with dementia who do not use
RRC are the potential negative impacts on the care recipient (Phillipson, Magee et al.
under review). These include conflict with the care recipient and negative outcomes for
the care recipient such as their physical or affective deterioration. As such, caregivers
who do not utilise RRC also perceive significant non-monetary „costs‟. This highlights
an important feature in regards to the nature of the service use „exchange‟ for caregivers
(the weighing up of the costs and the benefits) and the priority that caregivers are likely
to give to the needs of the care recipient, over their own needs for a break.

Caregivers also associate RRC use with failure, not coping, or, not fulfilling family or
marital caring responsibilities - all of these represent substantial psychological costs to
overcome for those considering the use of respite services (Phillipson and Jones 2011b;
Phillipson, Magee et al. under review). In Australia, the „price‟ associated with RRC
utilisation appears higher for people born in non-English speaking countries, who have
a lower take-up rate than those born in Australia or other English speaking countries
(AIHW 2009). Qualitative research confirms that both family and community based
services are perceived as having fewer „costs‟ and are more acceptable than residential
services for people from some culturally and linguistically diverse backgrounds (Evert
and Kukulska 1996; Low, Anstey et al. 2011).
Finally, for all caregivers, the nature of this „weighing up‟ process can be complex and
is ultimately affected by how discretionary service use is perceived (Cotrell 1996). In
the case of RRC, despite holding some fears for negative outcomes, eventual service use
may be prompted by a fear of avoiding an even greater negative outcome: the
permanent institutionalisation of the care recipient (Phillipson and Jones, 2011b). In the
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case of RRC, the tipping of the balance in the caregiver‟s cost-benefit analysis towards
RRC service use is likely driven by perceived need (Phillipson, Magee et al. under
review). Overall, these insights suggest that RRC has a particularly negative „brand‟ in
the eyes of some caregivers who do not utilise services (i.e. the functional and
emotional associations with the use of RRC are negative) (see Angelou, 2010 for further
discussions regarding brand attributes).

Table 7.2: The „price‟ involved in the use of RRC by caregivers of people with
dementia
RRC price

Strategies targeting caregivers of people with
dementia

The customers‟ perceived costs or sacrifice

Costs/sacrifices:

exchanged for the promised benefits

-

Conflict with care recipient
Care recipient deterioration - physical and
mental
Caregiver guilt
Access frustrations
Care recipient institutionalisation
Monetary costs

Promised/perceived benefits:
Strategies should provide monetary and/or
nonmonetary incentives

Delaying institutionalisation (caregiving
longevity)
Stepping stone facilitating „better‟ permanent
placement

Incentives:
-

Promotion of caregiver and care recipient
benefits
Financial subsidy for low income

Placing the respite „product‟
Place is where and when the target audience (the caregivers) will perform the respite
service use behaviours and receive any tangible training or associated support. It also
concerns the communication channels used to disseminate promotional information
about the program (Kotler, Roberto et al. 2002). In regards to the „where‟ of respite
service use, the „actual product‟ section of this paper has detailed how the „where‟
component of RRC (aged care home vs. cottage or group home) can influence whether
caregivers are likely to utilise the respite service (or not). Within the „augmented
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product‟, the receipt of training or associated support prior to, during, or after RRC use
has also shown that many augmented products of RRC may require delivery in other
places or „settings‟ e.g., the home (before or after the RRC stay) or in other health or
support settings for the caregiver (during the respite stay). Such results highlight that
whilst the care recipient may be in one facility (or residence) for their RRC stay,
successful use may require the support of the caregiver and care recipient across
settings.

Communication channels to disseminate RRC respite program information
To improve out-of-home RRC service utilisation across, caregivers appear to benefit
from support to navigate and use the service system (Phillipson, Magee et al. under
review), rather than just the provision of information about available services (Eagar,
Owen et al. 2007). The need for assistance to navigate the system, rather than just
receive information about services is not surprising given the complex service provision
environment in Australia (Aged and Community Care Division 1996). Research
suggests that a range of personal or professional channels can be effective in promoting
and supporting respite service use, including providers of RRC (Phillipson and Jones
2011b) and either formal or informal supports who provide actual „assistance to find
services to support the caregiver in their role‟ (Phillipson, Magee et al. under review).
All of these can play a role, not just in facilitating access but, as well, in normalising
RRC use (Phillipson and Jones, 2011b).

Given that general practitioners (GPs), or family physicians, are often the first point of
help-seeking for people with dementia and their caregivers (Low, Anstey et al. 2011;
Phillipson, Jones et al. 2011), dissemination of program information to GPs, and
support which promotes referral to appropriate services, may also be an important
avenue to support the use of respite services. However, currently, many caregivers
report being dissatisfied with information and support received from their GPs (Bruce,
Paley et al 2002; Iliffe, Manthorpe et al. 2003) with many GPs unaware of the
community supports that exist within their local area networks (Brodaty and Pond
2004). Interventions with GPs such as tailored education, case-management trials, and
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service pathway modifications have been shown to improve diagnosis and management
of people with dementia (Koch and Iliffe 2011) and could be explored in relation to
their ability to improve GP referral to respite services as well.
Recent research in Australia also reinforces that promotion and approval for services via
„single access point agencies‟ for aged and carer support may not lead to service use by
caregiver in many cases (AIHW 2009; Phillipson, Magee et al. under review). This may
highlight the need for greater funding to these services, to allow for more
comprehensive assessment, case management and assistance to facilitate the service use
of people with dementia and their caregivers. Given the current diverse range of
pathways followed by older consumers to access community based care services
(Parker, Mills et al. 2008; Carlson, Abbey et al. 2009; AIHW 2011) it is likely to that
strategies to improve access such as the „no wrong doors‟ approach (Queensland
Council of Social Services 2012) may be useful to facilitate service use in this target
group. However, further research is required to aid the differentiation of support paths
within a community care network that may suit different sub-groups of caregivers with
different needs.
Table 7.3: The „place‟ considerations of the use of RRC for caregivers of people
with dementia
RRC place

Strategies targeting caregivers of people with
dementia

Where and when the target audience (the

The RRC „place‟

caregivers) will perform the RRC use behaviours

-

Nursing home or hostel

and/or receive any tangible training or associated

-

Cottage or group home

support, including information or referral

-

Other support „holiday options‟

-

New product development

The „place‟ of caregiver training/associated
support:
-

In-home (pre-RRC assessment and matching
placement to needs)

-

Healthcare settings e.g. counselling services
(during RRC caregiver support)

-
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In-home (post RRC support services)

-

The „place‟ of health and care worker training

-

Healthcare settings and professional
associations e.g. GP divisions

Promotion
Promotion is the communication tools designed around the product, price and place
strategies, and includes any communication efforts directed at informing, reminding or
persuading the target audience (Kotler, Roberto et al. 2002). Promotion should be used
to promote the benefits of product to the target audience, positioning it in relation to
competing products, and clearly communicating to the target audience where the service
or product is available (Angelou 2010). According to Kotler et al. (2002) the
promotions associated with the delivery of a service or intervention should be structured
around addressing: what do we want the target audience to know; what we want them to
believe; and what we want them to do. To support service utilisation among caregivers
it is important that communications promoting respite services address the fundamental
beliefs informing the nature of the exchange from the perspective of the caregiver in the
following three ways:

Messages should promote the benefits of service use, not just for the caregiver but also
for the care recipient
Current messages concerning the promotion of respite services focus on the promotion
of the benefits to caregivers of having a break from their caregiving responsibilities
(DOHA 2008). However, as already discussed, caregivers who believe that negative
outcomes for the care recipient will occur as a result of service use are less likely to
utilise out-of-home respite services (Phillipson, Magee et al. under review). In response
to this, the promotion of services may be improved by emphasising the potential
benefits to the person with dementia (with respite still promoted as an important, but
perhaps adjunct, benefit for the caregiver). This may help to facilitate the service
exchange, away from respite being associated with caregiver failure or „not coping‟,
towards service use being positioned as part of „positive caregiving‟.

199

Given community preference for residing at home, and the desire of most caregivers and
care recipients to prevent or delay institutionalised care (Phillipson, Magee et al. under
review), the clearest positive message to convey to caregivers is that use of RRC may
delay eventual care recipient institutionalisation (Eagar, Owen et al. 2007).

Messages should normalise service use earlier in the caring trajectory
Currently there is evidence that caregivers of people with dementia delay the use of all
types of respite services (Kosloski and Montgomery 1993; Cox 1997; Phillipson and
Jones, 2011a; 2011b; 2012). Furthermore, they are often already providing substantial
care to their relative with dementia (Cox 1997; Zarit, Stephens et al. 1999),
experiencing considerable stress associated with their caring role (Kosloski and
Montgomery 1993; Zarit, Stephens et al. 1999), and only utilising programs at very low
intensities. Likewise, caregivers of people with dementia often aim to avoid the use of
RRC, positioning utility towards the end of the caring trajectory as a last resort to avoid
(or facilitate) institutional care when carer burden is greatest (Phillipson and Jones
2011b; Phillipson, Magee et al. under review). As such, positive service use messages
should promote and support the probably preventative benefits of earlier service use,
and attempt to normalise use earlier in the caregiving trajectory.

Table 7.4: „Promotion‟ strategies designed to improve RRC among caregivers of
people with dementia
RRC promotion

Strategies targeting caregivers of people with
dementia

Communications designed around the product,

Key message(s)

price and place strategies

Normalise service use earlier in the trajectory
-

Promote benefits for caregiver and care
recipient

-

Promote association with „positive‟ care
giving norms, rather than „coping‟

Key messenger (s):
Service navigators (informal and formal)
Respite providers
GPs
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A word of caution about promotion
It is important to note that unless the rest of the marketing mix is addressed (including
the product, price and place improvements outlined) positive messaging is unlikely to
influence the beliefs of caregivers, or their use of services. Unless caregivers evaluate
that the outcomes associated with use will be positive, they are likely to continue to
delay or avoid their use of RRC, rather than embrace it as a support that could assist
them and the care recipient on the dementia journey. Likewise, for service providers to
be willing to promote and support greater use of respite services they themselves need
to believe that the outcomes associated with use are likely to be positive for caregivers
and care recipients. In the commercial world, money would not be spent promoting a
message if the „right product was not available in the right place and at a price the target
audience would accept‟ (Angelou 2010, p. 201).
Placing the 4Ps within a „Dementia Services Framework‟
In recognition of the services frameworks (or care paths) within which policy makers
and service providers conceptualise the delivery of dementia services, Figure 7.1
graphically represents an application of the 4Ps against a sample framework which has
been promoted within NSW, Australia (NSW Health 2010). Interestingly, it highlights
that actions are required across the whole continuum of care (not just within the „care‟
part of the pathway) if RRC service use is to be promoted and supported more
effectively with caregivers.
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Figure 7.1 An application of the 4Ps against the NSW Dementia Services Framework
Focus Areas

Service Pathways

People living with dementia

Dementia awareness

Enablers
Promoting social interaction and care beyond the family network
as positive for people with dementia

Carers-support and wellbeing

Assessment, diagnosis and

Promote potential benefits of RRC for both caregiver and care

management

recipient (caregiving longevity)
Promote RRC use with positive caregiving norms, rather than

Specific population groups

Counselling, information and

„not coping

CALD

carer education

Promote use earlier in the caring trajectory

BPSD
Younger onset
Hospital care

Community
care

Residential care

Promote benefits of RRC for

Funding models to meet

caregiver and care recipient

needs for pre RRC, during

(caregiving longevity)

RRC and post RRC support

Identification of CG* goals

Accreditation and training

Rapid response pathways

of RRC staff and facilities

created and identified

Dementia training of health

Matching of RRC placements

and care professionals

to CG* and CR* needs

Funding of non-institutional

Promotion of non-institutional

RRC placements

RRC placements
Behavioural and psychological
support
Palliative care
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7.5

Discussion

The utilisation of a social marketing framework to understand how to support the use of
respite services by caregivers of people with dementia highlights the important
interrelationships between the elements of the 4 Ps of the marketing mix, and the
insights gained by taking a consumer centred approach. Whilst existing community care
pathways for dementia highlight the efficacy of caregiver and care recipient
interventions for people with dementia and their caregivers (e.g. Carlson, Abbey et al.
2009), the use of a social marketing framework highlights the responsibility of
governments, health professionals and care providers to also identify and address the
functional, attitudinal, resource and service barriers which may exist to the use of
services that can deliver respite. As such, it is likely to improve the implementation of
care pathways, in this case pathways to respite and, as such, the delivery of evidence
based care.

Addressing the needs of people with dementia and their caregivers is likely to require a
fundamental re-positioning for providers of RRC, away from perceiving themselves
simply as providers of appropriate care recipient supervision and activity, towards being
part of a network of care that aims to facilitate and support service use across in-home
and out-of-home environments. In the Australian context, the meeting of the complex
needs of caregivers and people with dementia involves the co-ordination and
communication of respite service providers within a complex and mixed system of
private, community, government and non-government welfare organisations which
delivers health and social services across out-of-home and in-home care settings
(Brennan 2010). As such, it is likely to present many challenges to implementation at a
local level, requiring a strong, communicative network, willing to define and coordinate related responsibilities.

Interventions supporting the development of local community care networks where such
responsibilities are articulated, coordinated, and negotiated between agencies and health
professionals are needed. Important lessons could be learned from reviewing the
effectiveness of national care planning trials in other areas such as palliative care (e.g.
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Quinsey, Williams et al. 2009). However, without dedicated funding and prioritisation
of these activities, it is likely that many agencies and individual health professionals
will not be adequately informed or resourced to provide carers with the support they
may require to facilitate the use of available services.

Application of a social marketing framework also highlights the need for community
care pathways to consider the heterogeneity that exists between users of community
care pathways, and to appreciate the need for a diversity of approaches to be taken to
support the needs of particular groups who may find service utilisation more difficult.
However, whilst current research has highlighted sub-groups more prone to non-use
(i.e. both attitudinal and demographic segments), further consumer research with
identified demographic segments is required to effectively tailor evidence based
interventions to meet their specific needs.

Although it is critical to highlight the evidence for treatments and other interventions
within clinical practice guidelines, a social marketing framework also highlights that
pathways to care must also address the barriers to their use. Whilst evidence concerning
implementation barriers and facilitator of physician engagement have received attention
in guideline development (National Health and Medical Research Council 2000) it
remains important that barriers to the uptake of evidence based care also be identified
and monitored at the consumer level.

In Australia, it is possible that current reforms in the healthcare system and
recommendations for the reform of the aged care system may facilitate greater control at
the local level to improve the co-ordination and monitoring of service access and
outcomes (National Health and Hospitals Reform Commission 2009; Productivity
Commission 2011). These reforms may also assist with the promotion and use of
services that can provide respite. However, unless a comprehensive consumer centred
approach is taken to service delivery which includes all 4 Ps of the service and
marketing mix, many consumers may still not know about services that are available,
not know how to access them, or face structural or attitudinal barriers to their use that
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will limit equitable access and positive outcomes for caregivers and the rest of the
community.
Finally, whilst this paper focused on the „marketing mix‟ for RRC, it is important to
note that the elements or „mix‟ of a social marketing intervention required to promote
day care and in-home service use uptake is likely to be different from that required to
promote RRC use. Although some of the promotional messages may be similar (e.g. the
need to promote care recipient benefit and early service use), within the „product‟
category for each service type, the desirable features of the „actual‟ and „augmented‟
products are likely to differ (Phillipson and Jones 2011a; Phillipson and Jones 2012).
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8 : DISCUSSION AND CONCLUSION
8.1

Introduction to Chapter

Family caregivers of people with dementia are a particularly vulnerable group due to the
physical and psychological burdens associated with providing supportive care to people
living with the syndrome. Facilitating the use of formal social services such as respite
by caregivers is a priority for governments, not only to meet the needs of caregivers, but
also because utilisation of respite services is likely to play a role in extending caregiving
longevity, and thus supporting people with dementia to live at home for longer. This is
an outcome consistent with both community and government preference for people to
remain living in their own homes for as long possible as they age.

To date, the use of respite services by caregivers of people with dementia has been low,
and there has been limited research examining why some caregivers of people utilise
different types of respite services, and others do not. There is a recognised need for
improving our understanding of the determinants of respite service use from the
consumer perspective as a means of addressing service underuse by this vulnerable
group. The need for frameworks which can assist the translation of such evidence into
the care practices of aged and health service providers is also paramount.

To address these needs, this thesis has demonstrated the utility of behavioural theory to
highlight that: caregiver perspectives on respite services (represented by service beliefs)
vary according to service type (i.e. day care vs. in-home vs. residential respite care)
(Chapters 3 to 5); distinguish users from non-users of out-of-home services (Chapter 6);
and vary throughout the continuum of care (Chapters 3 to 6). The primary importance of
the consumer perspective (caregiver service beliefs), compared to other factors
(predisposing, enabling and need) was also established within the dominant behavioural
model of service use (Chapter 6).
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Finally, addressing a critical need to support translation of evidence into practice within
dementia care, this thesis has also provided practitioners with a framework for
translation of consumer evidence to support use of RRC in this vulnerable group.

To conclude the thesis, this final chapter presents an integrated discussion of the main
results from the studies undertaken. Limitations of the studies are also discussed, as well
as recommendations for future research to further our understanding regarding ways to
engage caregivers of people with dementia in the use of services that can provide them
with respite.

8.2

The respite service use behaviours of caregivers of people with dementia

Chapter 2 highlighted that caregiver barriers to the use of respite services may be
different for day care vs. in-home vs. residential respite care and that certain sub-groups
of the caregiver population may be more prone to not utilising particular types of respite
services. Whilst the literature review revealed the importance of consumer attitudes in
determining service use behaviours, Chapter 2 also highlighted the need for research
which explored the specific beliefs that informed the attitudes of caregivers of people
with dementia towards the use of day centres, in-home services and, especially,
residential respite care (where the evidence base was particularly scant). This was
important as behavioural theory and intervention models suggest that the targeting of
specific beliefs that contribute to overall service use attitudes may the most effective
approach to promoting behaviour change (Fishbein and Ajzen 1975; Ajzen 1991).
These conclusions formed the basis for the aims and objectives of the subsequent
research, the results of which were presented in Chapters 3 to 6 of the thesis.

8.3

Using theory to conceptualise caregiver beliefs

Caregivers hold different beliefs about the utility of services throughout the
continuum of care
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Chapters 3 to 5 highlighted that the beliefs that caregivers hold about the utility of
respite services differ by service type and according to perceived need. The results of
the qualitative research outlined in these chapters also reinforced that the needs of
caregivers for different types of support change throughout the continuum of care.
Motivations or goals for use therefore also differed by service type.

Chapter 3 highlighted that utility was perceived earliest in the caregiving trajectory for
day centre use, and motivated by behavioural beliefs that use would meet both the
caregiver‟s need for respite, and the care recipient‟s need for mental and social
stimulation. As such day centre use was motivated by the expectation of positive
outcomes for both caregiver and care recipient. Normative beliefs that caregivers
possessed a legitimate need for respite were also associated with service use, and linked
to behavioural beliefs that day care is useful to extend caregiving longevity. Utility was
the greatest for day centre programs which provided person centred care, and a variety
of opportunities for social participation and transport.

In-home respite care services was perceived to meet distinct needs related to care
recipient safety in the face of increasing care recipient functional deficits or for those
that wander (Chapter 4). As such, and distinct from day centres, use was more
motivated by a desire to avoid the potential negative outcomes associated with being
unsupervised (rather than to achieve positive outcomes). As most physical deficits tend
to occur later in the dementia life course, utility tended to be perceived later in the
caring trajectory than for day care centres. Also, distinct from day centres (where
perceived utility was linked to program features), utility for in-home respite was highest
when services were able to provide a continuity of staff, allowing for the development
of a more personal, one-on-one relationship with the person with dementia, which was
considered more appropriate for the home environment.

Finally, Chapter 5 identified different types of utility for RRC. Firstly, caregivers found
utility in RRC to either delay the institutionalisation of the care recipient (the person
living with dementia) or, distinctly, to facilitate a better transition for the care recipient
into permanent institutional care. Secondly, utility was perceived by some to meet an
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exceptional need for „emergency substitute‟ care that may arise due to caregiver
misadventure. The first two groups of RRC users positioned the utility of RRC at the
end of the caring trajectory, and the third, also at some future, yet to be realised time.
However, the goals for caregivers who hold these different beliefs are divergent and
require different responses from service providers to meet their needs.

The characteristics of caregivers and care recipients who do not utilise out-ofhome respite services may differ from those who do
In Chapter 6, which reports on a cross-section survey of caregivers, both enabling
factors (caregivers not having someone who assisted them to find services to help them
in their caring role) and lower evaluated need (lower depression scores) distinguished
non-users from users of day care. Chapters 2 and 3 also highlight that day care
programs may not meet the needs of particular groups. These include people with
younger onset dementia, males with dementia and those with behavioural problems. As
such these groups may be less likely to utilise day centre programs. For in-home
services, Chapter 2 revealed that non-use may be more strongly associated with being
an older female spousal caregiver and also with living in an area of low population
density. For RRC, Chapter 6 revealed that non-use was most strongly associated with
lower evaluated need (depression and burden), and with caring for someone with less
cognitive impairment and less need for assist with their ADLs.

Finally, results from Chapters 3 to 6 highlight that the beliefs held by some caregivers
of people with dementia who do not utilise respite services differ from those who do.
For day care, non-users did not hold the behavioural belief that program use would
result in benefits for the care recipient (Chapter 3). Some also associated negative
outcomes with use, such as conflict in the caring relationship or deterioration in the care
recipient‟s affective state (Chapters 3 and 6). Some non-users also held normative
beliefs that day care use was associated with caregiver failure (Chapter 3). This was
particularly the case when the care recipient refused or was reluctant to attend programs
(Chapters 3 and 6), also highlighting the importance of the care recipients‟ perspective
as the end user of these services.
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Chapter 4 indicated that both normative and control beliefs were important in in-home
service non-use. In particular, spousal caregivers who were non-users of in-home care
held normative beliefs that substitute care in the family home presented a direct
challenge to their caring responsibilities. Non-users of in-home services also held
control beliefs that services were not available when they needed them, especially at
short notice and at night time

Within the cohort of caregivers who did not use RRC, Chapter 5 highlighted two
distinct types of non-users: those that held positive beliefs about the future utility of
RRC services; and those that associated negative outcomes for the care recipient with
RRC use. The goal for the second segment was to avoid RRC use. Normative beliefs
about family and caring responsibilities also placed the use of RRC in conflict with the
values of some caregivers, who had promised spouses or parents they would „never put
them in a home‟. These beliefs indicate that caregivers, perhaps unnecessarily, link the
use of RRC with permanent placement in institutional care. It is important to note that
the perspective of the care recipient in regards to RRC is also important, with non-use
of RRC also associated with high care recipient reluctance or refusal (not wanting to use
a residential service).

However, of primary importance to the use of out-of-home respite services was the
behavioural belief that day centre or RRC use would result in either negative outcomes
(functional or affective deterioration) or no positive outcomes for the care recipient.
Chapter 6 highlighted that this was the single most significant factor associated with
service non-use for both types of out-of-home respite care. Behavioural beliefs were
also more strongly associated with service non-use than any of the other predisposing,
enabling or need factors. This result underscores the primary importance of the
consumer perspectives in seeking to understand the determinants of respite service use
behaviours.

Some caregivers may utilise services despite holding negative beliefs
This thesis also highlights that some caregivers may utilise care, despite holding
negative beliefs about those services. For example, in regards to in-home respite
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services (Chapter 4), some caregivers had evaluated that services were not able to
provide them with good quality substitute care when they needed it, and so did not
access those services. Others, however, persisted with use despite a level of
dissatisfaction. Likewise in regards to RRC (Chapters 5 and 6), whilst negative beliefs
were strongly associated with non-use of services, some caregivers who utilised RRC
still held negative beliefs about RRC, perhaps contributing to feelings of guilt
associated with service use. Whilst negative caregiver service beliefs may be a deterrent
to use earlier in the caring trajectory, as the needs of the caregiver increase those beliefs
may be pushed aside as caregivers attempt to access support that will enable them to
continue in the caring role for longer. In this scenario, RRC service use may be engaged
as the „lesser of two evils‟, the worse evil being the permanent placement of the care
recipient in residential care.

Negative service beliefs may also impact on service use outcomes
The use of services in spite of negative service beliefs is likely to impact on the
outcomes that caregivers receive from the use of those services. For example, in regards
to caregiver in-home control beliefs, Chapter 4 identified potential relationships
between negative access beliefs and negative caregiver self-efficacy and stress. Results
presented in Chapter 4 highlighted that failure to access in-home respite when
caregivers felt they really needed it led some to feel that successful service use was
beyond their control.

Behavioural theory suggests that causal attributions following failure can play a
significant role in shaping people‟s sense of self-efficacy and performance (Bandura
1977). Perceived failure to perform a desired behaviour and achieve a successful
outcome has been shown to influence people‟s expectations of future success (Wiener
1986) and result in learned helplessness (Alloy, Peterson et al. 1984). Caregivers of
people with dementia who do not feel they have control of the stresses in their lives, or
who feel that the factors causing stress are unchangeable, report significantly more
depressive symptoms (Roscoe and Cohen 1999) and have lower self-efficacy
(Mausbach, von Känel et al. 2011). As such, service system deficits may not only affect
access but may directly add to caregiver stress or depression, as well as contribute to
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future intentions to not utilise services. However, the direct relationship between these
factors was not measured as part of this thesis. Longitudinal studies which assess
caregiver attributional styles and coping in the face of interaction with the service
system would be useful to establish the degree to which these factors are related.

8.4

Implications for practice: Taking a consumer centred approach

The utilisation of a social marketing framework to support the use of residential respite
care (RRC) services by caregivers of people with dementia highlighted the insights
gained by taking a consumer centred approach, particularly in regards to the
interrelationships between the RRC „product‟ and the way RRC services are promoted
across the continuum of care (Chapter 7).
Whilst Chapter 7 explored the „marketing mix‟ for RRC, it is important to note that the
elements or „mix‟ of a social marketing intervention required to promote day care and
in-home service use is likely to be different from that required to promote RRC use.
Whilst some of the promotional messages may be similar (e.g. the need to promote care
recipient benefit and early service use), within the „product‟ category for each service
type, the desirable features of the „actual‟ and „augmented‟ products for each differ.

Overall, the use of a social marketing framework highlights the need to build
community care pathways that support efficacious interventions for people with
dementia and their caregivers (e.g. Carlson, Abbey et al. 2009), as well as identify and
address the functional, attitudinal, resource and service barriers to the use of those
services. Addressing the needs of people with dementia and their caregivers is likely to
require a fundamental re-positioning for respite service operators, away from perceiving
themselves simply as providers of appropriate care recipient supervision and activity,
towards being part of a „network of care‟ that aims to facilitate and support service use
across in-home and out-of-home environments.

Whilst it is critical to highlight the evidence for treatments and other interventions
within clinical practice guidelines, use of a social marketing framework highlighted that
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pathways to care must also address the barriers to service use. Evidence concerning
implementation barriers and facilitators of physician engagement has received some
attention in guideline development (National Health and Medical Research Council
2000). This thesis has highlighted that barriers to the uptake of care must also be
identified, addressed and monitored at the consumer level if we are to achieve the
translation of evidence into care practices.

8.5

Limitations of thesis and recommendations for future research

The literature review (Chapter 2) was conducted according to the principles of
systematic review, responded to the challenges of reviewing a mixed quantitative
literature, and provided a robust evidence base to underpin the thesis. However, future
reviews of this kind may be further enhanced by the inclusion of qualitative studies.
This was addressed in this thesis via the inclusion of qualitative and grey literature in
the background reviews of subsequent papers (Chapter 3 to 8). However, future research
could build on the review and explore the utility of a mixed studies review to further
highlight the consumer perspective. Unfortunately, despite the potential value of a
mixed literature in informing policy and practice in health care (Mays, Pope et al. 2005)
and specifically dementia care (Robinson, Emden, et al. 2011), mixed study reviews are
rarely undertaken and there is only a limited emerging literature regarding tools and
protocols to assist researchers in approaching such an endeavour (Pluye, Gagnon et al.
2009).

This thesis responded to the recognised need for research which improved the
understanding of the determinants of respite service use from the consumer perspective.
However, the studies did not explore the particular experience or beliefs of caregivers
from culturally and linguistically diverse backgrounds, those who identify as Aboriginal
or Torres Straits Islander, or the particular issues that may affect the service use of
caregivers in rural or remote geographical regions. Previous studies have shown that
ethnicity (Kosloski, Schaefer et al. 2002), low income or living in area of low
population (Montoro-Rodriguez, Kosloski et al. 2003) may be significant to service
access and, as such, future research should build on those undertaken in this thesis by
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exploring the particular issues that may influence these caregiver populations in
Australia. Results are also not generalisable beyond „help-seeking‟ caregivers, with the
experiences and beliefs of those who have not yet sought the assistance of any health or
social care services still needing to be explored.

Building on results from this thesis, other subpopulations of caregivers may also benefit
from further research to understand their service use perspectives including older female
spousal caregivers in relation to in-home services (Chapter 4); and the perspectives of
those who care for people with younger onset dementia and/or those with behavioural
problems.

Future studies could also explore the feasibility of the involvement of not just
caregivers, but also those living with dementia themselves. Building on results from this
thesis, of particular interest is the perspective of those with dementia in regards to ways
to make the use of different types respite services more enjoyable and acceptable. With
careful planning, training and consideration it has been demonstrated that qualitative
research can be conducted successfully with people with mild to moderate forms of
dementia (Gibson and Timlin 2004; Gibson, Timlin et al. 2007). Commentary suggests
this has been a long ignored dimension of enquiry which neglects the potential value of
their participation to the research, and objectifies those living with the disease (Cotrell
and Schulz, 1993).Whilst complicated, where participation involves minimal risk of
harm, and there is significant benefit in gaining their perspective, such research is being
advocated on the basis that inclusion is far more likely to provide beneficial (or even
therapeutic) effects than exclusion (Hellström and Nolan 2007).

The survey conducted and reported on in Chapter 6 was the first to compare the role of
different kinds of caregiver beliefs within an expanded Andersen model and their
association with non-use of out-of-home respite services. It was, however, undertaken
with a relatively small convenience sample of caregivers. Limitations regarding sample
sizes for population health research are likely to be common in studies undertaken as
part higher degree research where students typically have only limited access to
financial resources to pay for direct research costs. That said, the sample size at n=113
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was still larger than the only other quantitative study that has been undertaken in
Australia regarding the factors influencing the use of health and social care services by
caregivers of people with dementia (Brodaty, Thomson et al. 2005). Future research
with larger random samples of the caregiver population would be beneficial to allow for
greater discrimination between caregiver beliefs and other factors, which in turn would
be likely to enable the better targeting of interventions.

The survey undertaken was cross-sectional in nature and thus provided valuable
evidence of the association between the variables of interest (particularly the service
beliefs of caregivers) and service use behaviours. Future research could build on that
undertaken for this thesis via the conduct of longitudinal research to establish causative
relationships, as well as to improve understanding of the factors that move caregivers
and care recipients from non-use to the use of day, in-home and RRC. Longitudinal
cohort studies would also be useful to inform future interventions to support earlier and
more acceptable service use for both caregiver and care recipient.

Finally, this thesis proposed a much needed framework for the translation of evidence to
improve the uptake of RRC care by people with dementia and their caregivers (Chapter
7). Future intervention studies are now required to establish the efficacy of the
utilisation of a social marketing approach to support the uptake of RRC (or other respite
products) among current non-users.

8.6

Conclusion and contribution to knowledge

The first aim of this thesis was to improve understanding of the factors associated with
use and non-use of respite services from the perspective of caregivers of people with
dementia. Chapters 3 to 5 utilised qualitative data gathered from discussions with
caregivers and demonstrated the utility of behavioural theory to understand the beliefs
that inform their use and non-use of different types of respite services. This
conceptualisation of caregiver service beliefs also ultimately improved the ability of the
dominant Andersen „Behavioral Model of Service Use‟ to predict utilisation of two
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forms of out-of-home respite services. The results also demonstrated that caregivers
hold different beliefs about the utility of different types of respite services.

Results from the studies also suggest that the beliefs of caregivers who use services are
likely to differ from those who do not, and that some of the barriers that caregivers face
in regards to using services may also be different depending on the type of service being
considered. Importantly, exploring caregiver service beliefs qualitatively provided
insight into the way that caregivers may perceive the utility of different types of respite
services throughout the dementia caregiving journey, informing understandings of
transitions through care (Runge, Gilham et al. 2009). Understanding the beliefs of
caregivers also assisted to build understanding as to why evaluations of the outcomes
associated with use of respite services may sometimes be equivocal in regards to their
impact on caregiver stress and burden (e.g. Lee and Cameron 2004).

This thesis quantified the relative importance of these factors within the dominant
behavioural service use model (Andersen and Newman 1973; Andersen 1995) to assist
in the prioritisation of issues which should be targeted to address non-utilisation of outof-home respite services. Investigations explored how service beliefs, along with other
factors in the Andersen model, are associated with respite service non-utilisation
(Chapter 6). Factors which distinguished non-users from users of day care included:
caregivers not having someone who assisted them to find services to help them in their
caring role, and having less evaluated need (lower depression scores). For RRC, nonusers were distinguished by high care recipient reluctance or refusal (not wanting to use
a residential service); lower evaluated need (depression and burden), and by caring for
someone with less cognitive impairment and less need for assist with their ADLs.

Chapter 6 also provided evidence that the beliefs of users and non-users are different
enough to distinguish their use of out-of-home respite services. This chapter highlighted
that the strongest predictor of the non-use of out-of-home respite services is the
behavioural belief that negative outcomes will occur as a result of service use. In
addition to the insights gained into consumer behaviour, this chapter also made a
theoretical contribution to knowledge, with results suggesting that the ability of the
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„Behavioral Model of Service Use‟ (Andersen 1995) to explain the service use
behaviours of caregivers of people with dementia was improved by expanding the
model to include the behavioural, normative and control beliefs as important
predisposing factors.

Methodologically, the thesis demonstrated the utility of mixed methods research to
build a rich picture of the factors important to potential consumers of respite services,
and also to provide an evidence base to allow the quantification of the relative
importance of attitudinal factors in relation to other measurable variables. This enabled
the determination of the narrative of the story as well as the quantification of the relative
importance of variables, assisting the prioritisation of strategies which are most likely to
improve service utilisation at a community level. The utility of mixed methods research
in the study of dementia has been previously highlighted, but despite this, has been
historically underutilised in research with people with dementia and their caregivers
(Robinson, Emden et al. 2011).

Understanding the beliefs of caregivers who currently do not utilise different types of
services has assisted to build a profile of non-service users to allow the tailoring of the
promotion and delivery of discreet „respite products‟ to better meet the needs of
particular groups or subgroups of caregivers and care recipients with dementia who may
be more prone to non-use. Whilst issues regarding service quality and flexibility have
been highlighted in previous research (Edebalk, Samuelsson et al. 1995; Cotrell 1996),
results from this thesis confirmed that under-utilisation of respite services by caregivers
of people with dementia in Australia is influenced by the need for improvements in
program design, delivery and promotion.

Finally, the thesis has also modelled the use of a consumer centred framework for the
translation of evidence regarding how respite services should be developed and
promoted within community care pathways to target caregivers vulnerable to service
non-use. This in itself is a significant contribution to knowledge in an environment
where the number of people living with dementia is increasing exponentially, and where
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very little is known regarding effective ways to translate research into practice to
improve the care of people with dementia and their caregivers.

8.7
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9 : APPENDICIES
9.1

APPENDIX A

Research Information Sheet
„What factors influence the use of respite services by dementia carers?‟
Investigators

Ms Lyn Phillipson

Prof Sandra Jones (Supervisor)

PhD Candidate

Director, Centre for Health Initiatives

02-4221 5106

02-4221 5106

lyn_phillipson@uow.edu.au

sandraj@uow.edu.au

Purpose of the research
This research project aims to find out more about the factors that influence the use of
respite services by those who care for someone living with dementia in the community.
This information will be used to try and improve services for carers so that they can be
better supported in their role.

Why is this research important?
Caring for someone with dementia who lives in the community places significant
demands on those who provide them with support. Despite this, the use of respite
services by carers of people living with dementia is often low. This project aims to
understand the beliefs that carers have about service use, the outcomes they might
expect from the use of respite support services, and the things that make it difficult or
easy to use respite services to support them in their caring role.
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Why I have I received this information sheet?
You have been identified as someone who may be interested in participating in this
research as you are involved in caring for someone living with dementia who still lives
in the community (not in residential care e.g. nursing home or hostel).

What will be asked of me if I agree to participate in the research project?
The project involves participating in a 1 hour interview with a researcher from the
University of Wollongong at a time and place convenient to you. In the interview you
will be asked to discuss whether, how and under what circumstances you currently use
respite services to support you in your caring role. The researcher will ask you about
any positive outcomes that have arisen (or could arise) if you did use respite services, as
well as about disadvantages involved in trying to use existing respite services. Carers
will also be asked about people, groups or organisations that support or discourage their
use of respite services. Discussion will also include what factors or situations make it
easy or hard to use respite services.
All interview participants will also be offered a $20 „Coles Myer‟ gift voucher in
recognition of the time and effort of being involved.

Will my information be kept confidentially?
Interviews will be audio taped, so that we can transcribe your comments for later
analysis however audio-tapes will be destroyed after transcription. The information you
provide will be completely confidential, and individual data will not be identifiable in
any publications. Your participation is entirely voluntary and you are free to discontinue
at any stage.

What happens if I need assistance or support following the interview?
All carers who participate in the interview will be provided with information and
support by the researcher to access personal counselling or dementia support services
should they so desire. This will be provided through provision of contact details of local
agencies specialised in supporting people with dementia and their carers.
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What do I do now?
In order to participate in this research you will need to contact the University of
Wollongong research team directly. Alternatively you can return the included consent
form in the reply paid envelope to register your interest in being involved.

For more information or to register your interest please contact:
Ms Lyn Phillipson,
Ph: 4221 5106
Email: lyn_phillipson@uow.edu.au

Ethics Review and Complaints
This study has been reviewed by the Human Research Ethics Committee (Social
Science, Humanities and Behavioural Science) of the University of Wollongong. If you
have any concerns or complaints regarding the way the research about the conduct of
this research, you can contact the Ethics Officer, on (02) 4221 4457.
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9.2

APPENDIX B

Research Consent Form
„What factors influence the use of respite services by dementia carers?‟
Investigators

Ms Lyn Phillipson

Prof Sandra Jones (Supervisor)

PhD Candidate

Director, Centre for Health Initiatives

02-4221 5106

02-4221 5106

lyn_phillipson@uow.edu.au

sandraj@uow.edu.au

I have been given information about the “What influences the use of respite services
by dementia carers?‟ project and have been given the opportunity to ask questions and
discuss the research project with Lyn Phillipson from the Centre for Health Initiatives.
I understand that if I consent to participate in this project I will be asked to take part in a
1 hour interview about dementia and the factors that influence my use (or non-use) of
various respite services to support me in my caring role. I give permission for the
interview to be audio taped so that my information can be accurately transcribed at a
later date, and that audio tapes will be destroyed following transcription. I understand
that all information will remain completely confidential.

I understand that my participation in this research is voluntary, I am free to refuse to
participate and I am free to withdraw from the research at any time. I do understand
that, if I decide to withdraw once the interview has been conducted, it will be possible
to withdraw any comments made by myself for a period of 5 days, after which all data
will be de-identified.
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If I have any enquiries about the research, I can contact Lyn Phillipson on Ph. 4221
5106 or if I have any concerns or complaints I can contact the Ethics Officer, Human
Research Ethics Committee, Office of Research, University of Wollongong on 4221
4457.
By signing below I am indicating my consent to participate in the research project. I
understand that the data collected from my participation will be used for a project report
and possible publication in journals, and I consent for it to be used in this nonidentifiable manner.

I am willing to be contacted by the researcher to arrange an interview
Yes □

No

□

My preferred contact phone number/s are:

Preferred day of week to be contacted:
Preferred times:

Signed

Date

………………………………………………….

…../…../…..

Name (please print)

-------------------------------------------------------------
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9.3

APPENDIX C
Caregiving, Respite and Dementia
Sample Interview Guide

Thankyou for agreeing to participate in this interview with me today. As you are aware
the purpose of our interview is to find out some information about your experience of
caring for someone with dementia.

Could we start today by talking about the person that you are providing care for?

What is your relationship to them? How long have you been providing extra assistance
to your family/friends because of their memory problems?

Does your family/friend have a diagnosed dementia?
Let‟s talk a little bit more about dementia. What words come to your mind when I say
the word „dementia‟? How would you describe it?
Do you know any causes of dementia?
What about treatments?
Do you know if there is anything that can be done to help a person with dementia?
What might be the benefits of using these services or treatments?
What might be the negatives?

What about services or assistance for carers of people living with dementia?
What might be the benefits of using these services or treatments?
What might be the negatives?

What do you feel is your current greatest need as a carer?
Now I would like to talk to you specifically about your experience of „respite‟? What
words come to mind when I say the word „respite‟?
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What about in-house respite services? In-home respite care is help provided to you in
your home (like a „sitter‟ or a care attendant) to relieve you temporarily of some of your
caring responsibilities. Have you ever utilised an in-house respite services to assist you
in the care of your family/friend?

For users

For non – users or brief users

Why did you start using in-house respite?

Can you tell me about the reasons you are

In what ways did you perceive the service

NOT using an in-house respite services

might be useful to you?
How did you find out about it?

Did anyone encourage or discourage you

Did anyone encourage or discourage you

to seek this kind of assistance?

to seek this kind of assistance?
Have there been any benefits for you and

Do you see any ways these difficulties

your family/friend that have arisen from

could have been overcome?

using an in-house respite services
Have there been any negatives?
Do you see any ways these difficulties
could be overcome?

What about day care services? Day care programs involve attendance out of the home as
part of a group in a hall or local community centre with other people. Your
family/friend would usually attend without you (their caregiver). Such programs usually
provide a meal and some social activities for those who attend. Examples of „day centre
programs‟ include senior citizens, friendship groups, church groups, or groups
especially for people with dementia.
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Have you ever utilised day care services to assist you in the care of your
family/friend?

For users

For non – users or brief users

Why did you start using day care for

Can you tell me about the reasons you are

respite? In what ways did you perceive the

NOT using day care respite services

service might be useful to you?
How did you find out about it?

Did anyone encourage or discourage you

Did anyone encourage or discourage you

to seek this kind of assistance?

to seek this kind of assistance?
Have there been any benefits for you and

Do you see any ways these difficulties

your family/friend that have arisen from

could have been overcome?

using day care for respite
Have there been any negatives?
Do you see any ways these difficulties
could be overcome?

What about residential respite care services (RRC)? Use of RRC usually involves your
friend or family member being cared for in a nursing home, aged care hostel or
sometimes in a „cottage‟ (small home-like environment). Care is usually provided for a
period of days or weeks (including overnight care) to relieve you as the primary
caregiver of your responsibilities and provide you with a longer break.

Have you ever utilised an RRC respite services to assist you in the care of your
family/friend?

For users

For non – users or brief users

Why did you start using RRC ? In what

Can you tell me about the reasons you are

ways did you perceive the service might

NOT using RRC services

be useful to you?
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How did you find out about it?

Did anyone encourage or discourage you

Did anyone encourage or discourage you

to seek this kind of assistance?

to seek this kind of assistance?
Have there been any benefits for you and

Do you see any ways these difficulties

your family/friend that have arisen from

could have been overcome?

using RRC?
Have there been any negatives?
Do you see any ways these difficulties
could be overcome?

235

9.4

APPENDIX D

Research Consent Form

Ms Lyn Phillipson, Prof Sandra Jones
I have been given information about the „What factors influence the use of respite
services by people who care for someone with dementia?‟ project and have been
given the opportunity to ask questions and discuss the research project with Lyn
Phillipson from the Centre for Health Initiatives.

I understand that in consenting to participate in this project I am agreeing to complete a
written survey which asks for information about:
-

Myself and my caring relationship,

-

My beliefs about dementia and care giving,

-

My beliefs about different types of respite services,

-

The needs of the person for whom I provide care.

I understand that my participation in this research is voluntary, and that I am in no way
obliged to complete the survey. I also understand that if I complete and return the
survey I can withdraw my information from the study by contacting the research team.
If I have any enquiries about the research, I can contact Lyn Phillipson on Ph. 4221
5106. I have any concerns or complaints I can contact the Ethics Officer, Human
Research Ethics Committee, Office of Research, University of Wollongong on 4221
4457. By signing below I am indicating my consent to participate in the research
project. I understand that the data collected from my participation will be used for a

236

project report and possible publication in journals, and I consent for it to be used in this
non-identifiable manner.
Name (please print)

Signed

……………………

Date: …. /…. /…………..

Contact Address:
……………………………………………………………………………………………
……………………………………………………………………………………………
………………………………

I am willing to complete the attached survey

Yes

No

I would like to receive information regarding the outcomes of this research project

Yes

No

Please return this consent form, with the survey attached in the reply paid envelope
provided to:

Lyn Phillipson

Centre for Health Initiatives, Building 41.G04,
University of Wollongong, NSW 2522
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9.5

APPENDIX E
DEMENTIA, RESPITE AND CAREGIVING SURVEY

The following survey has been designed to be completed by people who are providing
support and care to someone who is living with dementia in the community. The survey
contains questions regarding:
 The person who is living with dementia (the care recipient). This may be your
husband or wife, another relative or a friend;.
 You, the person who is providing the care (often referred to as the caregiver);
 Your beliefs about dementia and caring; and
 Your perceptions and experience of different types of respite services
The survey will take 20 to 30 minutes to complete. If you require any assistance to
complete the survey please contact:
Ms Lyn Phillipson, Centre for Health Initiatives, University of Wollongong.
Ph: 02 42215106
lyn_phillipson@uow.edu.au
SECTION 1 - CARE RECIPIENT INFORMATION

The first section of this survey is asking questions about the person for whom you
provide care (that is the person living with dementia). They will be referred to in the
survey as your family member/friend.
1. What is the age of the family member/friend that you are the primary carer for?
Please specify their age in years _________________
2. What is their gender? Please mark ONE box with an (X)
Male
Female
3. What is their country of birth? (Please specify)_____________________________
4. Do they speak a language other than English at home?
Yes (Please specify) ________________________________________________
No
5. During what year did you first begin to notice the symptoms of dementia in your
family member/friend? e.g. 1999 (Please specify)
______________________________________________________________________
6. Does your family member/friend have a medical diagnosis of dementia?
Please mark ONE box with an (X)
Yes Go to question 7.
No
Please turn the page and go to Question 9.
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7. If yes, do you know the type of dementia? Please mark as many boxes as
appropriate with an (X)
Alzheimer‟s disease
Vascular Dementia
Lewy Body Disease
Other (please specify): ______________________________________________
Unknown

8. During what year did your family member/friend receive a medical diagnosis of
dementia?
(Please specify) ____________________________

9. Does your family member/friend have a problem with wandering?
Please mark ONE box only with an (X).
Yes
No

10. Does your family member/friend need assistance with bathing, toileting,
dressing or moving about? Please MARK ONE box only with an (X).
No help (go to question 12)
A little help
Lots of help

11. To what extent does their need for this assistance disturb you?
Please mark ONE box only with an (X).
Not at all
A little
A lot

12. Does your family member/friend yell, swear, or show other signs of restlessness
or agitation? Please mark ONE box only with an (X).
Rarely or never (go to Q. 14)
Occasionally
Very frequently

13. To what extent do these behaviours disturb you? Please mark ONE box only
with an (X).
Not at all
A little
A lot

Now, I'd like to ask you some questions about your family member/friend‟s memory
and the difficulty (he/she) may have doing some things. To indicate your response,
please mark ONE box with an (X) for each line.
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14. How difficult is it for your family member/friend who has dementia to do the
tasks listed in the table below?

Remember recent events
Know what day of the week
it is
Remember his/her home
address
Remember words
Understand simple
instructions
Find their way around the
house
Speak sentences
Recognize people that he/she
knows
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Not at all

Just a little

difficult

difficult

Fairly difficult

Very
difficult

SECTION 2 - CAREGIVER INFORMATION

The next section of this survey is asking questions about YOU (the primary caregiver)

15. What is your date of birth? (DD/MM/YY) ___/___ / ___
16. What is your country of birth? _____________________
17. Do you speak a language other than English at home?
Yes (Please specify) _________________________________
No
18. What is the postcode of your place of residence? ___________
19. What is your gender? Please mark ONE box only with an (X).
Male
Female
20. What is your relationship to the person with dementia that you care for?
Please mark ONE box with an (X).
I am their spouse (Husband/wife)
I am their Adult Child
Other (specify): _______________________________
21. Do you live in the same house as the person you care for? Please mark ONE box
with an (X).
Yes
No
22. What is the level of the highest qualification you have completed?
Please mark ONE box only with an (X).
Primary school
Secondary school (High school)
TAFE (Certificate/Trade)
University (Undergraduate)
University (Postgraduate)
Other (specify): ________________________

23. What is your usual yearly HOUSEHOLD income before tax, from all sources?
(Please include benefits, pensions, superannuation, etc)
Less than $5,000 per year
$5,000-$9,999 per year
$10,000-$19,999 per year
$20,000-$29,999 per year
$30,000-$39,999 per year
$40,000-$49,999 per year
$50,000-$69,999 per year
$70,000 or more per year
I would rather not answer this question
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24. How much does each statement describe your thoughts about your care giving?
Please MARK ONE box with an (X) for each line.
How much do you….

Not at

Just a

all

little

Somewhat

Very
Much

Wish you were free to lead a life of your own
Feel trapped by your family member/friend‟s illness

Wish you could just run away

25. To support you in the care of your family member/friend: Please mark one box
with an (X) for each line.
Yes
Do you receive any

No

If yes, please specify
(e.g. cleaning, meals, showering, transport)

assistance from formal
services?
Do you receive

(e.g. cleaning, meals, supervision for your family

assistance from family or

member/friend)

friends?
Does anyone assist you

(e.g. local doctor, specialist doctor, social worker ,

to find support services

family member)

to help you in your
caring role?

26. Have you ever attended formal caregiver training or education sessions about
dementia?
Yes

No

27. Do you attend a caregiver‟s support group?
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Yes

No

28. Please MARK ONE box with a (X) for each line.
As a caregiver I feel…

Never Rarely Sometimes

Quite

Nearly

frequently always
That I don‟t have enough time for
myself because of the time I spend with
my relative

Stressed between caring for my relative
and trying to meet other responsibilities
(work/family)?
Strained when I am around my family
member/friend

Uncertain about what to do about my
family member/friend

29. Please indicate your level of agreement with the following statements.
Please MARK ONE box with a (X) for each line.

Strongly
Disagree

I believe that care giving for my family
member/friend is a personal duty

I feel morally bound to provide care to my family
member/friend

The government should provide more money for
respite programs and services to assist carers

The government should help families care for
persons at home

Support services are a form of welfare
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Disagree Agree Strongly
Agree

30. Below is a list of some of the ways you may have felt or behaved. Please
indicate how often you have felt this way during the past week. Please MARK ONE
box with a (X) for each line.
During the past week

Rarely or none

Some or a

Occasionally or

All of the

…

of the time

little of the

a moderate

time

(Less than 1

time

amount of time

(5-7 days)

day)

(1-2 days)

(3-4 days)

I was bothered by
things that usually don‟t
bother me
I had trouble keeping
my mind on what I was
doing
I felt depressed

I felt that everything I
did was an effort

I felt hopeful about the
future

I felt fearful

My sleep was restless

I was happy

I felt lonely
I could not “get going”
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31. Please indicate your agreement with the following statements.
Please MARK ONE box with a (X) for each line.
Strongly
Disagree
Dementia is a type of mental illness

Losing your memory is a normal part of ageing

I feel embarrassed about my family
member/friend‟s
memory problems

I feel embarrassed about my family
member/friend‟s
behaviour problems

It is embarrassing to take my family member/friend
out in public

I find myself being self conscious when I am in
public with my family member/friend

It is easy for me to have guests in my home while
my family member/friend is there

I avoid inviting company to my home because of
my family member/friend‟s condition

Early treatment can delay the progression of
dementia

Delaying treatment for dementia has a negative
effect

Medication exists to slow the rate of deterioration
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Disagree Agree Strongly
Agree

for people with dementia

There are a variety of treatments available for
people with dementia

Effective treatments are available for people with
dementia

32. This question contains a number of words that describe different feelings and
emotions. Please read each item and then mark one box with an (X) for each line.
During the past week I have felt…..

Interested

Alert

Excited

Inspired

Strong

Determined

Attentive

Enthusiastic

Active

Proud
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Not

A

at all

little

Moderately Quite

Very

a bit

Much

SECTION 3 – RESPITE FOR CARERS

Section 3 of this survey asks you questions regarding your perceptions and experience
of different types of services that can provide caregivers with a break.
Day Care Programs

Day care programs involve attendance out of the home
as part of a group in a hall or local community centre
with other people. Your family/friend would usually
attend without you (their caregiver). Such programs
usually provide a meal and some social activities for
those who attend. Examples of „day centre programs‟
include senior citizens, friendship groups, church
groups, or groups especially for people with dementia.

33. Does your family member/friend currently attend a day care program?
Yes - Please complete question 34 and 36
No - Please turn the page and complete question 35 and 36
34. Please indicate your agreement or disagreement with the following statements
about DAY CARE PROGRAMS. Please mark ONE box with a (X) for each line.
Use of a day care program by my family Strongly
member/friend:
Is useful and beneficial to me as a carer

Allows me to attend to my other practical
needs e.g. shopping, bill paying etc
Allows me to attend to some of my social
needs e.g. friends, family, hobbies etc
Provides me with a „break‟ from my
caring responsibilities that I feel I need
Is useful and beneficial to my family
member/friend
Provides my family member/friend with
the social stimulation they need
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Disagree

Disagree

Agree

Strongly

Don‟t

Agree

know

Provides my family member/friend with
the supervision they need
Will assist me to care for them at home for
longer
Will assist me to provide better care for
them
Is part of a transition towards permanent
placement of my family member/friend
into a residential aged care facility
Please indicate your agreement or disagreement with the following statements about DAY
CARE
The day care centres I am aware of meet
my standards for good care
It is hard for me to trust a day care
program to care for my family
member/friend

35. If a daycare program is NOT currently being used by your family
member/friend, do you perceive a need for the service?
Yes
P No
P
l
36. Please
l
indicate your agreement or disagreement with these statements.
e
What factors make the use of day care programs DIFFICULT for you and your
e member/friend?
family
a
a
s
Strongly Disagree Agree Strongly Don‟t
s
Disagree
Agree
know
e
e
Available day centres cannot care for
his/her physical needs (e.g. toileting,

M

dressing,
M mobility)

A
A
R
Available
day centres cannot provide for
R
K behavioural needs (e.g.
his/her
K
wandering, behaviours)

O
O - My family member/friend does
Refusal
N
N to attend a day centre
not want
E
248 E
b
b
o
o

I worry that use of a day centre may lead
to deterioration in the condition of my
family member/friend

I worry that use of a day centre may
cause conflict between myself and my
family member/friend
I don‟t know how to access day centre
services for my family member/friend

Day centres are not available when I need
them (e.g. day, time, occasional care)
Day centres are not available close to
where I live

Existing day centres provide no benefit to
my family member/friend

Waiting times for day care centres are too
long

It is hard for me to trust a day care centre
to care for my family member/friend

The day care centres I am aware of do
NOT meet my standards for good care

Please specify any other comments you have regarding day care programs:
______________________________________________________________________
______________________________________________________________________
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In-Home Respite Programs
Use of an in-home respite service involves a paid carer
from a health or social service coming to your home to
provide assistance or supervision for your family
member/friend. Words that are sometimes used to
describe this type of service are „sitter‟ or „attendant
carer‟. These services are designed to relieve you as the
primary caregiver of your responsibilities for a short
time to give you a break.

37. Is your family member/friend currently utilising an in-home program that
provides you with respite?
Yes - Please complete question 38 and 40
No - Please turn the page and complete question 39 and 40
38. Please indicate your agreement or disagreement with the following statements
about in-home services that can provide respite for caregivers. Please mark ONE
box with a (X) for each line.
Use of an in-home service for my Strongly
family/friend:
Is useful and beneficial to me as a carer
Allows me to attend to my other practical
needs e.g. shopping, bill paying etc

Allows me to attend to some of my social
needs e.g. friends, family, hobbies etc
Provides me with a „break‟ from my
caring responsibilities that I feel I need

Is useful and beneficial to my family
member/friend
Provides my family member/friend with
the social stimulation they need
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Disagree

Disagree

Agree

Strongly

Don‟t

Agree

know

Provides my family member/friend with
the supervision they need
Will assist me to care for them at home
for longer
Will assist me to provide better care for
them
Is part of a transition towards permanent
placement of my family member/friend
into a residential aged care facility
Please indicate your agreement or disagreement with the following statements about in
home services:

The in-home programs I am aware of
meet my standards for good care
It is hard for me to trust an in-home
program to care for my family
member/friend

39. If an in-home service is NOT currently being used by your family
member/friend, do you perceive a need for such a service?
Yes
P No
P
l
40. Please
indicate your agreement or disagreement with these statements.
l
e factors make the use of in-home respite services DIFFICULT for you and
What
yourefamily member/friend?
a
a
s
s
Strongly Disagree Agree Strongly Don‟t
e
e
Disagree
Agree
know
Available services cannot care for his/her

M

physical
M needs (e.g. toileting, dressing,

A
mobility)
A
R services cannot provide for
Available
R

his/her
K behavioural needs (e.g.

K

wandering, behaviours)

O
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N
N
E
E

Refusal - My family member/friend does
not want to use an in home respite service
I worry that use of an in-home service
may lead to deterioration in the condition
of my family member/friend
I worry that use of an in-home service
may cause conflict between myself and
my family member/friend
I don‟t know how to access in-home
respite service for my family
member/friend
In-home services are not available when I
need them (e.g. day, time, occasional
care)
In-home services are not available where
I live
Existing in-home services provide no
benefit to my family member/friend
Waiting times for in-home services are
too long
It is hard for me to trust an in-home
service to care for my family
member/friend
The in-home services I am aware of do
NOT meet my standards for good care

Please specify any other comments you have regarding in home respite services:
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________

252

Residential Respite Services
Use of a residential respite service involves your friend or
family member being cared for in a nursing home, aged care
hostel or sometimes in a „cottage‟ (small home-like
environment). Care is usually provided for a period of days
or weeks (including overnight care) to relieve you as the
primary caregiver of your responsibilities and provide you
with a longer break.

41. Has your family member/friend ever utilised a residential respite program?
Yes - Please go to question 42, 43 and 45
No - Please turn the page and answer question 44 and 45
42. If yes, please specify what type of facility has been utilised.
Nursing home (High care)
Aged care hostel (Low Care)
Cottage (e.g. home like environment)
Other (Specify)
________________________________________________________________
43. Please indicate your agreement or disagreement with the following statements
about residential respite services. Please mark ONE box with a (X) for each line.
Use of a residential respite service by Strongly
my family/friend:

Is useful and beneficial to me as a carer
Allows me to attend to my other practical
needs e.g. shopping, bill paying etc
Allows me to attend to some of my social
needs e.g. friends, family, hobbies etc
Provides me with a „break‟ from my
caring responsibilities that I feel I need
Is useful and beneficial to my family
member/friend
Provides my family member/friend with
the social stimulation they need
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Disagree

Disagree

Agree

Strongly

Don‟t

Agree

know

Provides my family member/friend with
the supervision they need
Will assist me to care for them at home
for longer
Will assist me to provide better care for
them
Is part of a transition towards permanent
placement of my family member/friend
into a residential aged care facility
Please indicate your agreement or disagreement with the following statements about
residential respite.
The residential respite services I am
aware of meet my standards for good care
It is hard for me to trust a residential
respite service to care for my family
member/friend

44. If a residential respite service has NOT been used by your family
member/friend, do you perceive a need for the service?
Yes
P
l No
P
e
45. What
l
factors make the use of residential respite services DIFFICULT for you
and your family member/friend?
a
e
sa

Strongly

se

Disagree

Available residential services cannot

e

meet his/her physical needs (e.g.

M

toileting, dressing, mobility)

A

M residential services cannot
Available
Rhis/her behavioural needs (e.g.
meet A
wandering,
K
behaviours)
R
Refusal
K - My family member/friend does
not want to attend a residential respite

O

service

N
O
EN
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E
b
o
b

Disagree

Agree

Strongly

Don‟t

Agree

know

I worry that use of a residential respite
service may lead to deterioration in the
condition of my family member/friend
I worry that use of residential respite
service may cause conflict between
myself and my family member/friend
I don‟t know how to access residential
respite services for my family
member/friend
Residential respite services are not
available when they are needed (e.g. day,
time, occasional care)
Residential respite services are not
available close enough to where I live
Existing residential respite services
provide no benefit to my family
member/friend
Waiting times for residential respite
service are too long
It is hard for me to trust a residential
respite service to care for my family
member/friend
The residential respite service I am aware
of do NOT meet my standards for good
care

Please specify any other comments you have regarding residential respite
services:
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
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Please make any other additional comments:

______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
______________________________________________________________________
_______________________________________________________

Thank you for completing this survey.
Please return the survey and your consent form in the reply paid envelope provided to:
Lyn Phillipson
Centre for Health Initiatives
University of Wollongong NSW, 2522

For any further enquiries or feedback regarding survey results, please contact:
Ms Lyn Phillipson,
Centre for Health Initiatives, University of Wollongong.
Ph: 0242 215106
lyn_phillipson@uow.edu.au
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